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ABSTRACT

THE TRANSITION FROM ADOLESCENCE TO ADULTHOOD
FOR PEOPLE WITH CYSTIC FIBROSIS

A QUALITATIVE STUDY OF T}M PERCEPTIONS OF YOLING ADULTS WITH CF
MARYKAY LAN]T{ON PALMER

MAY 11, 1998

Cystic fibrosis (CF) has long beenthought of as a childhood disease due to the
shortened life span of its victims. Due to advances in medical research, the life expectancy

for those with CF has been steadily on the rise to the current median life expectancy of 30
years. There has been extensive medical research on CF in adulthood but little or no
research on the impact of CF on becoming an

adult. This exploratory, qualitative study

examined the perceptions of adults with CF regarding the impact the disease has had on

their lives, especially during the transition from adolescence to adulthood. Seven young
adults with CF between the ages of 20-26 were interviewed regarding their perceptions

of

how CF affects their lives and how they feel it impacted their process of becoming an

adult. The findings indicate concerns about health insurance, finances and daily treatment
requirements, as well as the achievement of independence, a successful transition, and
optimism regarding goals for the future. These findings suggest that supportive services
related to health insurance and finances are warranted as well as optimism about the future

for young adults with CF.
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CHAPTER I: INTRODUCTION

Overview
The introduction chapter begins with a statement of the problem including a brief
description of the background of the problem followed by a description of the purpose

of

the proposed research. The chapter goes on to identify the research questions and discuss
the sigfficanse of the study.

Background of the Problem
Chronic illness is a relatively new concept, with the earliest formal definitions
dating back to the 1940s. Some ofthe early definitions describe chronic illness as
impairments from normal health that are pernanent or leave residual disability and may
require supervision or care, or an altered state of health that is not curable by a short
course of medical treatment (Dimond, 1984). More recently, chronic illness has been
defined from many different dimensions, such as time or length of illness, the extent to

which the illness affects quality of life, the interference with ordinary day-to-day
functioning and the limits of effectiveness of medical treatments and lack of a cure for the
illness (Sidell, 1997).

Due to remarkable advances in medical research, technology and treatment, the life
expectancy for many chronic illnesses has increased dramatically and therefore the
prevalence of chronic illness has increased throughout the 20th century. The proportion

of deaths from major chronic diseases have increased more than 250% since the beginning
of the 20th century (Dimond, 1984). In 1995, an estimated 100 million Americans, or
38yo of the population, suffered from a chronic disease or

condition. In 1987,
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approximately 35% of young adults (age 18 to 44) had at least one chronic condition
(Gage, 1996).
Cystic fibrosis is a chronic illness which affects primarily the respiratory and
digestive systems of its victims. For many years cystic fibrosis had been considered a
childhood disease because its victims never lived beyond childhood. In the past 30 years,
however, cystic fibrosis has gone fromhaving a median life expectancy of eight years to a
median life expectancy of thirty years (CF-WEB Homepage, 1997; Cystic Fibrosis

Foundation Homepage, 1996). Because cystic fibrosis has traditionally been viewed by
society as a "childhood" disease, there has been somewhat of a paradigm

sffi

in moving

toward the current realization that many people with the disease are now lirning well into
middle-age. This

sffi

has brought

with it the need, for both people with cystic fibrosis

and the professionals who provide medical and psychosocial services to thenr, to develop

ways to deal with the disease in adulthood. Becoming an adult carries with it all kinds

of

expectations and challenges. When a chronic illness such as cystic fibrosis is added into
the transition there is potential for added challenges (Baker & Coe, 1993; Brissette,
Zinman & Reidy, 1988; Naccarato & Kresevic, 1989).
Problem Statement

With the increased life expectancy of chronic illnesses such as cystic fibrosis, and

with the numerous and increasingly complicated challenges faced by all who are entering
adulthood in today's society, there is a need to examine closely the process of becoming
an adult

for people with chronic illness. This study examines the transition from

3

adolescence to adulthood for people with cystic fibrosis by taking an in-depth look at their

perceptions of the process zurd experience of becoming an adult.
Purpose of the Proposed Research

As the number of people with cystic fibrosis who enter adulthood continues to rise,
there is an increased need for social workers and health care providers to be aware of the
issues faced by this

population. There are few studies addressing the dynamics of cystic

fibrosis during the transition from adolescence to adulthood, and none of these studies
examines the direct perceptions of people with cystic fibrosis. The purpose of this
research was to examine the perceptions of young adults with cystic fibrosis regarding

how the disease affects their lives, and what effects it has had on their transition from
adolescence to adulthood.

The perceptions of those with cystic fibrosis provide a framework from which

fuither research may be developed to examine specific aspects on a larger scale. The
research

will also provide an important

base of information from which appropriate

supportive approaches, services and policies may be developed and implemented by social

workers and health care providers who work with cystic fibrosis patients entering
adulthood.
Signfficance of the Study
The significarlce of this study relates to the importance of the impact that cystic
fibrosis has on those living with the disease, especialy during specffic stages in their lives.
People who live with cystic fibrosis spend every day of their lives fighting the disease.

They learn early in their lives that in order to maintain their health they must follow

I
of

certain regimens that often place an extra burden on what is already a complicated task

growing up and becoming independent. Existing research focuses on quality of life and
adjustment to illness for young adults with chronic illnesses such as cystic fibrosis, but

further research is needed to identify what adults with cystic fibrosis feel are the effects

of

the disease, especially during the process of becoming an adult.
The information from this study provides a view of cystic fibrosis in young
adulthood from the perspective of the young adults living with the disease. This
perspective provides an opportunity to examine the personal experiences and thoughts

of

young adults with cystic fibrosis during their transition from adolescence to adulthood.
From this qualitative, exploratory study, a framework can be developed for further
research as well as for examining services and policies related to working with people with

cystic fibrosis during their transition to adulthood.
Research Questions

The research questions addressed in this study are the following:

1) How do young adults with cystic fibrosis feelthe disease

2) Do young

affects their lives?

adults with cystic fibrosis feel that the disease has impacted their process

of

becoming an adult, and if so, how?
These research questions address the "dynamics" of cystic fibrosis, especially

during the transition from adolescence to adulthood- In order to gain an understanding

of

what the process of becoming an adult is like for someone with cystic fibrosis, we must

first gain an understanding of how they feel the disease affects all aspects of their life and
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then more specifically, how they fbel it has impacted their transition from adolescence to
adulthood.
Summary
This chapter has provided a background and overview of the research questions
examined

inthis study as well

as an overview

ofthe purpose and sigfficance.ofthe

research. The next chapter will provide the theoretical and conceptual framework upon
which the study is based. The second chapter will also present a review of the literature
related to the transition from adolescence to adulthood for people with chronic illness, and
more specifically, people with cystic fibrosis. The third chapter will outline the
methodology of the study followed by chapter four which will provide the findings and
results of the study. The ftral chapter is a discussion of the findings and the stren$hs and
Iimitations of the study, as well as the implications for practice, policy and research.
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CHAPTER II: LITERATURE REVIEW
Overview
The second chapter begins with the conceptual framework from which the study is

developed. The next section is a review of the bodies of literature related to the transition
from adolescence to adulthood for people with chronic illness, and more specifically cystic
fibrosis. The literature review will begin by examining the literature related to the

transition process from adolescence to adulthood followed by a summary of the literature
related to the dynamics of chronic illness in general. This information will then be brought
together with research specffic to cystic fibrosis to give a more inclusive picture of the

transition to adulthood for people with cystic fibrosis.
Theoretical/Conceptual Framework
The literature which provides a conceptual framework fbr this study addresses
aspects of life stage and developmental theory, focusing on young adulthood and the

transition from adolescence to adulthood.

Life Stage Approach
There is extensive literature on life stages and human development with specffic

information regardirrg each stage. There is less literature focusing on the transition from
one stage to the next. A life stage approach including a multisystems perspective provides
a basis

to examine major issues of growth and development across the life span. The life

stage, or life-cycle approach to human development acknowledges the influential nature

roles and circumstances in people's lives and the effects that changes in roles,
responsibilities and relationships can have on them over time (Higgins, Duxbury & Lee,

of
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1994). This approach helps us take into consideration the individual

as

well as their

environment, looking at life stages as a result of the interaction between individual
strengths and needs and societal and environmental expectations and demands (Newman

& Newmaq

1987).

Some of the literature regarding development and transition fails to acknowledge
issues such as diversity of culture, ethnicity, socioeconomic status and gender (Farmer,

1993). However, the basic theories of development continue to be an appropriate
framework for examining particular stages of life and the transition from one stage to
another. A life stage or life-cycle approach does provide a framework to explore major
issues of growth and development throughout the life span.

It differentiates

issues

of

importance throughout each life stage and it acknowledges that individuals have the ability

to contribute to their own growth and development. The life stage perspective recognizes
that people's growth and development is also shaped by biological, environmental and
cultural influences (Newrnan & Newman, 1987; Streever & Wodarski, 1984).
Dgyelopmental Models
Developmental theory encompasses stages throughout the life span and
acknowledges specific tasks related to each stage. The transitional stage of becoming an
adult can be examined through the various developmental models within developmental

theory. The basic concepts of developmental theory provide the history and framework of
the life stage perspective.

I
Erickson
The original developmental model in the life stage approach is that of Erickson
(1963) which encompasses the entire life span and focuses onthe development ofthe
personality through active involvement with one's environment (Gosnell, 1984; Hymovich

& Hagopiaru 1992). Erickson outlined eight

stages of psychosocial development from

infancy to older adulthood. Each stage has developmental tasks which must be mastered
and a developmental crisis or turning
creates

point. Failure to master the tasks of one stage

dfficulty in moving on to the next stage. Emphasis in this model is on the

importance for the person to actively deal with the tasks rather than simply passing

through each stage (Hymovich & Hagopian, 1992).
Erickson's (1963) model implies that preparation for each stage beeins in the
previous stage. Each individual has his or her own timetable for growth and movement

through the stages (Hymovich & Hagopian, I 992; Newman & Newman, 1987). In late
adolescence the primary task is establishing one's own sense of identity.
mastered, there

If this task

is not

will be difficulty in transitioning to the stage of young adulthood. The

stage that this study focuses on is that which Erickson identifies as the transition from late
adolescence into young adulthood, described as roughly between the ages

of l8-23

(Newman & Newman, 1987). The primary task of this stage is identffied as developing a
sense

of intimacy with persons rather than a sense of isolation (Ericksoq 1963). The

stage of young adulthood is described as involving the major tasks of separation from

parents, development of relationships outside of the family, and the choice of an

occupatiorl leading to financial independence (Dane, 1993).

I
Havighurst

Another developmental model is that of Havighurst (1972) which outlines
developmental tasks that people attempt to master as required by the society in which they

live (Gosnell,

1984; Merriam

& Mullins, l98l; Newman & Newman, 1987). The

Havighurst model is socially and biologically based and states that successful achievement

of the developmental tasks leads to happiness and success with later tasks, while failure
leads to unhappiness and disapproval by society and

& Hagopiaru I 992; Merriam & Mullins,

dfficulty with later tasks (Hymovich

198 I ; Newman

& Newman, I 9S7). This model

acknowledges the role of physical maturation and emphasizes the influential role of society
in determining which skills need to be acquired at certain ages (Newman & Newmarl

1987). The skill of becoming independent is a societal expectation during the transition
from adolescence to adulthood. The transition from school to full-time employment and
financial independence is thought of as essential ftrr young people to achieve adult status

in society. When employment and financial independence are not obtained during the
stage of young adulthood there are consequences for a person's establishment of identity,

autonomy and competence (Hammer, 1996).
Other models
There are numerous other models of development including the work

of

Stevenson (1977) which describes early adulthood as a time when the goal is to obtain
independence from parents and become responsible for self through the development of a

personally satisfying lifestyle. Another model, developed by Sheehy (1976) describes early
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adulthood as the "trying twenties" when the task becomes establishing oneself in the adult

world by preparing for life work and developing a tife pattern.
The stage of young adulthood now includes different and more complex challenges
than outlined in the original developmental models. The current literature on life stage or

life-cycle concepts acknowledges the increasing complexity of issues faced by individuals
in each stage of life (Farmer, 1993; Higgins et al., 1994;Mallory, 1996). The life stage
approach provides a framework from which to examine the transition from adolescence to

adulthood for people with cystic fibrosis. As individuals with cystic fibrosis move through

life stages and face the tasks of each stage, the disease may impose additional factors or
challenges which must be mastered in order to successfully move on to the next stage.

This study examines the transition stage from adolescence to adulthood, and will explore
what added challenges or complications are faced by people with cystic fibrosis during this
stage.

Literature Review
The following review of the literature examines the life stage of becoming an adult

followed by the dynamics of chronic illness. Background information on cystic fibrosis

will

be provided followed by ao examination

ofthe dynamics of cystic fibrosis during the

life stage of becoming an adult, focusing on corlmon themes found in the literature. These
themes include independence and normalizatioq stress, grief and loss, coping,

resiliency.

ffid

1l
The Transition from Adolescence to Adulthood

Although the transitionto adulthood is generally thought of in American society as
occurring between the ages of approximately 18 to 23 years, research seems to support
the idea that this stage can be characterized more by social roles and life tasks than by

chronological age (Hagan & Wheaton, 1993; Pallas, 1993; Streever & Wodarski, 1984).
Becoming an adult in modern society involves fiumy interrelated tasks, events and role
changes. Adulthood is considered a state of independence as opposed to the dependent
stage of adolescence. The transition is described by Hagan and Wheaton (1993) as "role

exits" involving the exit from current adolescent social roles and the entry into new adult
social roles.

Culture and society have expectations of individuals becoming adults. These
expectations may vary greatly from one culture or society to another. Society defines the

transition to adulthood according to the individual's standirg in several social aspects
including the family, education, the economy and the political and legal systems.
Transitional roles differ from adult roles in that some roles are confined to a specific
transitional period such as going to college or short term military service. Activities such
as full-time

work participation, marriage and parenthood are ongoing adult activities

(Pallas, 1993).

During the stage of transition from adolescence to adulthood, individuals are
becoming more autonomous from the family in which they were raised. Peer groups have
a signfficant impact on identity and the individual begins to explore personal morality and

to perceive society's expectations for behavior. Individuals in this transition stage may

ft* iii.;5Ll'r'ri I .',,i.;;-* Llli;
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question their identity and make decisions based on the expectations of others rather than

formulating their own opinions and identity. Role experimentation is often a characteristic
of the transitional stage (Streever & Wodarski, 1984).
Young adulthood is typically characterized by the tasks of making life style choices,
leaving the parental home, completing education, making career choices, beginning fulI-

time employment, long term commitment to an intimate relationship and possibly
childbearing. The success or failure of these young adulthood tasks has sigfficant
influence onthe individual's contentment later in life (Amato, Loomis & Boottu 1995;
Hagan & Wheaton, 1993; Pallas, 1993; Streever & Wodarski, 1984). During young
adulthood there is a major

sffi

in which individuals begin to learn multiple roles such as

employee, partner, and parent. The focus is on self-actualization related to materialisrn,

social relationships, religion, recreation, career, marriage or partner, and children (Streever

& Wodarski, 1984). Individual tasks such as developing

a sense of ethics, family tasks

such as gaining independence from family of origin or starting a family, and social tasks
such as civic responsibilities may all be included in the tasks of young adulthood (Ireys

&

Burr, 1984).
Life stage or life-cycle transitions are thought of

as

part ofmaturing and becoming

more competent. Achieving milestones such as leaving family of origin, partnering and
childbearing are examples. "What characterizes these transitions is that they are
encountered as a function of aging, are mediated by cultural norms, ffid are celebrated in
rites of passage" (Mallory, 1996). With a basic understanding of the transition period

13

from adolescence to adulthood, the dynamics of chronic illness during this stage of life can
now be examined.
Dynamics of Cluonic Illness

Literature related to the dynamics of chronic illness in general provides another
contributing framework from which this study builds. There are many variations

of

chronic illness, including conditions that are incapacitating and others that are not; the
chronic illness may be fatal or life shortening while others have no effect on life span; and
the same chronic illness may have very different effects on different individuals (Sidell,

1997). Due to major advances in medical research technology and treatments, and
improved public health measures, the life expectancies for many chronic illnesses have
increased significantly. Along with thc extended life span and improved quality of life for

numy individuals with chronic illness comes ongoing and often increasing effects that the
illness has on the person and their loved ones.

Many common factors appear in the literature regarding the effects of chronic illness
on individuals. However, much conflicting and differing information also exists regarding

how chronic illness affects people and how they cope with the effects. This examination

of

the literature found common themes which appeared in the general chronic illness

literature as well as the literature specific to cystic fibrosis. Some corlmon factors that
appear in the literature include the pursuit of independence and a "normal"

fift,

as

well as

the presence of stress. The literature shows that people with chronic illness appear to be
at greater risk than their healthy peers of experiencing stress related to demands of the
illness, family and relationship stressors, the stress of social isolation and financial

t4
stressors. Grief and loss issues related to their declining health and the future may also be
experienced by young adults with chronic illness. Coping mechanisrns are developed by

people living with chronic illness as well as incredible resiliency in dealing with their

health. These concepts are discussed in a limited selection of the literature. Each tlpe of
illness impacts each individual in different ways (Boise, Heagerty

& Eskenazi,

1996;

Braden, 1993; Jacobsoru 1996). The common themes of independence and normalization,
stress, grief and loss, coping and resiliency

will be examined further inthe review ofthe

cystic fibrosis specffic literature
Research has shown that when individuals do not feel they have control of their

situation, depression and negative affect often result (Helgeson, 1992). Chronic illness is a
situation in which indMduals do not have complete control. tsut there are aspects

of

chronic illness that may be controllable, such as the person's involvement in their
treatment plan, the family's level of involvement and support, and client and family
reactions to acute episodes of illness. With focus on the aspects of their illness in which
they do have control, the individual may achieve some level of control which can

positively affect their health and self-image, increase independence, coping and
adjustment, and reduce distress (Braden, 1993; Helgeson, 1992; Hyland & Kenyon, 1992).
The information regarding the dynamics of chronic illness in general provides a base

from which the additional dynamics of cystic fibrosis can be specifically examined. This
review will begin with background information on the disease followed by discussion of
the dynamics of the disease during the transition from adolescence to adulthood.
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Background on Cystic Fibrosis
Cystic fibrosis, or CF as it is commonly referred to, is a genetically inherited disease

which affects primarily the lungs and digestive system of its victims. CF is a recessive
genetic trait, meaning both parents must be carriers of the disease in order for a child to be
born with the disease. When both parents are carriers, there is a25Vo chance of having a

child with CF. Carriers have no signs or symptoms and often no family history of the
disease. Over 90% of the families who have a member with cystic fibrosis, have no known
relatives with the disease (Warwick, 1996). About one in 16 caucasians in the United
States is a carrier. Approximately one in 1,000 newborn infants have cystic fibrosis- There
are approximately 40,000 people in the United States with cystic fibrosis. Cystic fibrosis

affects primarily people of Northern E'aropean decent. CF is the most corrmon genetic
disease

of its severity inthis country (Admi, 1995;Baker & Coe, 1993; CF-WEB

Homepage, I 997; Cystic Fibrosis Foundation Home Page, 1996; Hamer & Parker, 1996;

Mulherin & Fitzgerald, 1992; Naccarato & Kresevic, 1989).
People with cystic fibrosis suffer from chronic respiratory problems which can

include persistent coughing and frequent pneumonia as well as chronic digestive problems,
due in part to their bodies producing an over-abundance of thick mucus. Many people

with CF require frequent hospitalizations, ongoing use of antibiotics, enryme supplements,
and extensive amounts of vitamins and other medications, along with extensive nutritional

requirements and daily treatments that often include nebulizers, chest physiotherapy and
an exercise regime (Ellborn
diabetes.

& Bell, 1996). In addition, 40% of adults with CF also

have

l6
Men with CF face a97Yo sterility rate due to fibrosis ofthe vas deferens. Women

with CF often have difficulty conceiving due to irregular ovulation (Baker & Coe, 1993;
Naccarato & Kresevic, 1989). As of 1989, there had been over 200 reported births to
women with cystic fibrosis with successful outcomes comparable to birth outcomes in the
general population (Naccarato

& Kresevic,

1989).

For many yea"rs CF was known as a childhood disease because people with CF never
lived beyond childhood. In 1938, 80% of babies born with CF died within the first year

of

life (Congletoq Hodson, & Duncan-Skingle, 1996). Thirty years ago the median life
expectancy for people with cystic fibrosis was eight years. Due to sigfficant advances in
medical research, technology and treatment, nuny people with CF are now living well into

adulthood. Currently the median life expectancy is approximately 30 years and continues

to increase (CF-WEB Homepage, lg97; Cystic Fibrosis Foundation Homepage, 1996).
The median life expectancy for children born with CF in 1990 is estimated to be about 40
years, double that of 20 years ago (Elborru Shale,

& Britton, lggl).

Dynamics of Cystic Fibrosis and the Transition from Adolescence to Adulthood
There are some common underlying concepts or themes that appear in chronic
illness literature and cystic fibrosis literature. Each of these themes, which include
independence and normalization, stress, grief and loss, coping and resiliency,

will

be

examined as they relate to cystic fibrosis and the transition to adulthood. These common
themes

will help provide

a better understanding of the dynamics of cystic fibrosis during

the transition from adolescence to adulthood.

I

t7
Transitioning to new developmental levels often follows a basic progressive pattern,

with some individual variation. When living with a chronic and progressive illness such

as

cystic fibrosis, the transitions may not always fit into the patterns or expectations
established by society.

If the disease interferes with the person's development to the extent

that they are unable to master the tasks of that stage, they are at greater risk for self-

doubt, isolation and altered relationships. Research shows that there is a correlation
between mastery of earlier developmental tasks and the individual's ability to adapt and

cope with a life-threatening illness. Successful mastery of earlier developmental tasks
maximizes the individual's quality of life and improves their ability to deal with the disease
as an adult (Baker

& Coe,

1993; Daum

& Collins, lgg?).

As more and more people with CF are living into adulthood and even middle flge,
new sets of issues arise which had never been addressed when the disease was strictly a

"childhood disease". Individuals with CF face the same decisions and issues that all people
entering adulthood face, but they do so with the added demands of the disease and the
uncertainty of their future. Young adulthood can be a very exciting and rewarding time as

well as a very challenging time for people with cystic fibrosis (Admi, 1995; Baker & Coe,
1993; CF-WEB Homepage, 1997; Cystic Fibrosis Foundation Homepage, 1996;
Naccarato & Kresevic, 1989).
The transition to adulthood for people with cystic fibrosis includes all of the normal
developmental needs of any young adult, such as the need for increased independence,
self-reliance, decision-making skills, social relationshipr, sexuality, ctueer and financial
security. Additional disease-related tasks or needs can be added to this list, including

l8
maintaining school or employment through periods of illness or hospitalizatioq learning to

live independently while coping with a demanding treatment regimen, fertility issues,
adjusting to the need for assistance when health declines, and limited life expectancy issues
(Baker & Coe, 1993; Brissette, Zinman, & Reidy, 1988; Naccarato & Kresevic, 1989).
Some corlmon underlying themes appear in the literature regarding the dynamics

of

chronic illness and more specifically the dynamics of cystic fibrosis. The underlying
themes of independence and normalization, stress, grief and loss, coping, and resiliency
emerge throughout the literature and

will

be examined in more detail in this section.

Independence and Normalization

The idea of normalization comes out of the principle of normalization in the area
developmental disabilities (Nirje, 1980; Wolfensberger,

t

of

980). It is the idea that people

who are considered by society as "different" want to live as normal a life as possible
despite their disability or illness. People with cystic fibrosis often have physical limitations
and demanding treatment regimens that pose a challenge to maintaining "normal"

everyday living (Strauss, 1984). One of the "normal" occurrences during the transition to
adulthood is an increase in independence. As people with cystic fibrosis move from
adolescence into adulthood, part of the attempt to normalize their lives as much as

possible may include the drive toward increased independence.
Independence appears to be an underlyrng theme in the literature on the dynamics

cystic fibrosis. Self-concept and independence are often related in the literature (Baker

of
&

Coe, 1993; Cowen et al., 1984; Sheperd et al., 1990; Sinnema, Bonarius, VanDerlaag &
Stoop, 1988). Having a positive self-concept can help people with CF to have increased
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confidence and self-respect which w'ill in turn increase their resilience and ability to handle
serious life events.

A positive self-concept can also assist individuals with CF in becoming

more independent by giving them the strength and confidence they need in order to take
the steps toward increased independence.
Social roles have signfficant influence on independence, normalization and selfconcept as well. The individual with CF who is transitioning to adulthood may be in the
roles of student, employee, son or daughter, sibling, partner, friend and also "patient".
Each of these roles undergoes changes as a person becomes an adult. The "patient" role
may undergo significant changes for the individual with CF during the transition to

adulthood. The individual may assume more responsibility for their treatment which had
previously been managed by a parent. Many people with cystic fibrosis receive medical
care at Cystic Fibrosis Centers where there are CF research teams and CF care teams

consisting of a multidisciplinary medical and psychosocial staff. Many of these CF Centers
have traditionally been pediatric clinicso but with the signfficant and continued increase in

the life expectancy for people with CF, there is now an adult focus in most of these
prograrns as well. The pediatric focus of the individual's medical care transitions to an
adult focus, with the expectations and communication turning more to the individual
rather than to the parents as it had in the past. This fosters a sigfficant increase in the
independence

ofthe individual with cystic flbrosis (Baker & Coe, 1993; Brissette, et a1.,

1988; Naccarato

& Kresevic,

1989).

When people with CF are yomg, care is most often supervised by parental figures

who tend to be highly compliant with treatment regimens. As people with CF become
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adults they must supervise their owrr treatment schedules which may interfere with work,
school and social life. Following a fixed treatment regirnen may be in conflict with the

individual's attempts to obtain independence and gain peer acceptance (Fong, Dales, &
Tierney, 1990). In the literature regarding treatment compliance in adults with cystic
fibrosis, many studies report a treatment compliance rate of approximately

ffiy

percent.

In some of the more recent studies the types of treatment are differentiated and medication
and exercise appear to have a higher compliance rate than chest physiotherapy. Some

of

the factors contributing to decisions regarding treatment compliance include perceived
severity of the illness and immediate risk or benefit of the choice to comply or not comply

(Abbott, Dodd, Bilton, & Webb,7994; Fong et al., 1990).
Stress
Stress plays a key role in chronic illness. Much research has supported the

relationship between stressful life events and subsequent illness (Lapharn, 1986). There is
also extensive literature addressing the numerous stressors caused by chronic illness which

may include family and relationship stressors, social isolatiorl financial stressors and loss

of a sense of control (Boise, Heagerty, &. Eskenazi, 1996; Hallurn, 1995; Helgeson, 1992;
Lapharn, 1986; Pollin, 1995).

Individuals can experience rnny forms of stress during the transition to adulthood.
Individuals with cystic fibrosis have the added stress of the physical demands oftheir
chronic disease. There is a common underlying theme of stress throughout much of the
chronic illness literature and some of the cystic fibrosis literature as well (Carroll et al.,
1983; Hanson, 1982 Helgeson, 1992; Jacobson, 1996; Lapharn, 1986;

Lorig, 1996;
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Mulherin, Ward, Coffey, Keogan & Fitzgerald, 1992; Packard, Haberman, Woods &
Yates, 1991; Patton, Ventura & Savedra, 1986).
Having cystic fibrosis places great demands on an individual, including an extensive
and time consuming treatment regimen. Although specific treatment schedules vary

according to the individual's needs and disease severity, most people with cystic fibrosis
spend a significant amount of time each day on therapies. For those who have developed
diabetes secondary to cystic fibrosis, there is the added stress of a second chronic illness
and the demands it places on their lives (Baker

& Coe, 1993). The treatment

demands and

effects of secondary conditions such as diabetes and infertility may cause significant stress

for people with CF, especially during the stage of becoming an adult when they begin to
take on more responsibility and think about the future.
Financial stress may be experienced as young adults with CF become responsible

for their own finances and health insurance. Extended hospitalizations can be a threat to
maintaining employment. The demands of the disease may make full-time employment
challenging, although most of the literature indicates that the majority of young adults with
CF maintain successful full-time employment or school (Aspin, 1991; Blair, Cull

Freemaq 1994; Conway, 1996l' Cowen et al., 1984; Strauss & Wellisch,

l98l).

&
There

appears to be very limited literature relating cystic fibrosis with socioeconomic status and

virtually no literature regarding the effects ofpoverty and the lack of access to health care
on cystic fibrosis. There have been studies in which young adults with CF have expressed
that finances and obtaining or maintaining employment are areas of concern (Baker &
Coe, 1993; Blair et al., 1994; Brissette et al., 1988; Webb, 1995).
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Grief and Loss
Young adults with cystic fibrosis experience various types of losses. If their illness
becomes more severe they may experience grief related to the loss

ofhealth. During times

of illness exacerbation they may experience a loss of independence and control. As they
look to the future they may experience a sense of grief and loss regarding expectations for
their future (Baker & Coe, 1993). Infertility issues can also create a sense of loss.
Struggling with the demands of the illness, which may include extended hospital stays, can
result inthe loss of employment. Time consuming treatments may at times cause people

with CF to have less time for social events. This factor, combined with rumy people's fear
of illness and the unknown, can sometimes cause the loss of friendships or relationships

for people with cystic fibrosis.
Extended hospital stays and frequent clinic visits often result in the development

of

friendships between fellow CF patients. This can be a great support system for people

with CF to be able to talk with others who are having similar experiences. The
development of relationships with fellow CF patients also means that people with CF who
are entering adulthood may beginto experience the death of fellow CF friends. The death

of friends occurs much more prevalently for people with CF than for healthy young adults
(Baker & Coe, 1993). Because there is often more than one child with CF born to parents
who are carriers, adults with CF often experience the death of a sibling to the same disease
that they are battling. Young adults with CF contend with almost three times as numy
sibling deaths than their healthy peers (Coffinan, Levine, Althof, & Stern, 1984). This can
be especially difficult during this young adulthood stage when people with CF are
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increasingly aware of their own mortality and their progression toward that median life
expectancy of approximately 30 years of age. The grief and loss experienced by people

with CF when they lose siblings or friends to the disease is that much more dfficult
because they can so closely relate

it to themselves (Baker & Coe, 1993; Naccarato &

Kresevic, 1989).
Coping
The use of denial and miriimization as coping mechanisms appears in the research to
be an effective way that many young adults with CF have successfully dealt with having

the disease. Young adults with CF often rate themselves as healthier than their physician
rates them (Abbott, Dodd

& Webb, 1995) or as healthier or much healthier than other

adults with CF (Sheperd et al., 1990). Studies done by Strauss and Wellisch (1981) and

Moise, Drotar, Doershuk and Stern (1987) support the theory that denial or minimization

of illness-related problems can be a useful coping strategy for people with severe physical
illness. Medical literature often portrays people with chronic illness as being in "denial"

if

they do not disclose information about their illness. But people with CF and other ch,ronic
illnesses are aware of the

dfficulty that others have with "illness" and "disease" and have

therefore developed the ability to identify how much information people can handle, and
then disclose accordingly (Admi, 1995).
Health care providers, medical researchers and young adults with CF have
developed creative ways to cope with the demands of the disease and still maintain a wellrounded

life. The development of the therapy vest, which

is a machine used for the daily

chest physiotherapy, has become a common part of treatment for many people with CF.
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The vest allows more independence and freedom for people with CF related to the
administering of therapies. Adjusting and modifying therapy schedules, avoiding
hospitalization by utilizing home IV therapy, and constantly pursuing new and improved
treatments (including for some a heart-lung transplant) are just some of the ways that
individuals with CF and their health care providers continue to increase the options for
coping withthe disease (Abbott et al., 1994; Caine et al.,

l99l;

Pond, Newport, Joanes

&

Conway, 1994). As a result, most people with CF appear to develop effective coping
mechanisms for dealing with the daily stresses of the disease and most young adults with

CF are able to live productive, "normal" lives (Admi, 1995, Baker

& Coe, 1993,

Naccarato & Kresevic, 1989).
Resiliency
Resiliency is regarded as the ability to cope, survive, ffid even prosper in the face

of

adversity (White, 1996). Most ofthe literature relatedto the dynamics ofcystic fibrosis in
adolescence and young adulthood has an underlyrng theme of resiliency. Although much

of the literature does not address it specifically as resiliency, the research done on
adolescence and young adults with CF shows remarkable resilience in this population

(Conway, 1996; Sheperd et al., 1990). Research on chronic illnesses such as cystic
fibrosis often focuses on deficits or negative aspects of people's lives related to the
disease. Even with a focus on the negative, the outcomes found in the research often
indicates successful coping and normal to above normal fuirctioning for young adults with
cystic fibrosis and many other chronic illnesses (Gortmaker, Perrin, Weitanran, Homer

Sobol, 1993).

&
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Summary
The transition from adolescence to adulthood can be a time of turmoil, stress,
excitement and joy for all who experience it. For people living with cystic fibrosis and
other chronic illnesses it can also be a.time to take a more active role in their own care and

treatment. This review of the literature supports a cofilmon theme that most people
entering adulthood strive for independence and self-reliance and that in general most
people, including people with cystic fibrosis, are fairly successful in achieving some form

of independence and self-reliance (Aspin, 1991; Bradeq 1993; Bussing & Aro, 1996;

Cowenetal., 1984; Sheperdetal., 1990; Sinnemaetal., 1988;SmithGad&O'Grady,
1983; Strauss

It

& Wellisch, 1981; White, 1996;)

appears that the studies on the adjustment of young adults with cystic fibrosis

which have no. control group of healthy peers show high levels of emotional disturbance
and psychological difficulties related

to strained interpersonal relationships, social

isolation, altered physical appearance, awiueness of the future and of physical

deterioration (Boyle, di Sant'Agnese, Sack, Millican & Kulcrycke, 1976; Mulherin et al.,

1992). But the studies whichhave utilized a control group report common findings of age
appropriate psychological functioning, successful separation from parents in most cases,

satisfting socialization and relationshipr, successful employment or school and adequate
independent daily functioning (Aspln,
Sinnema et al., 1988; Spirito, Russo

l99l; Blair et al., 1994;

& Masek, 1984).

Sheperd et al., 1990;

Studies which utilize objective

psychological assessment tools found very few if any differences betweenpeople with CF
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and their healthy peers, and in sorne cases the CF group was indistinguishable from the

healthy control group (Blair et al., 1994; Sheperd et al., 1990; Spirito et al., 1984).

"Health" is often placed at the opposite end of a continuum with "illness" when in
fact many people with cystic fibrosis and other chronic illnesses lead very healthy,

"normal" lives (McWillianr, Stewart, Brown, Desai & Coderre, 1996). The W.orld Health
Organization defines "health" as "a state of complete physical, mental and social wellbeing and not merely the absence of disease and infirmity" (Boise et al. 1996). Inthe

transition to adulthood many people with cystic fibrosis are taking an active role in
maximizing their overall health.

Most of the research on adults with cystic fibrosis focuses on quality of life or
psychological functioning by utilizing measurement or assessment tools often combined

with health severity measurement instruments, Only one article was found which
addressed the dynamics of cystic fibrosis specifically during the transition to adulthood.

That article (Baker

& Coe, 1993) is based on clinical nursing practice

and experience in

caring for people with cystic fibrosis. There does not appear to be any studies obtaining

input directly from people with CF regarding the dynamiss or effects of the disease and the
process of hecoming an

adult. Rather, the literature tends to analyze results of

psychological tests and quality of life measurements and form conclusions based solely on
those results. While this provides important and useful information, there is a need to
expand on the literature by providins information on the direct experiences and

perceptions of those who live their lives with the disease.
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The literature does not address, frorn the perspective of people with CF, the effects

of cystic fibrosis on their lives and their transition from adolescence to adulthood. It is
important to find out directly from adults with CF what the experience of becoming an
adult has been like for them. This study examines the direct perceptions of adults with
cystic fibrosis regarding the effects the disease has had on their lives and their transition to

adulthood. Iffirmation obtained directly from young adults with cystic fibrosis regarding
their perceptions will be helpful information for social workers and other health care
providers in determining what strengths their patients are drawing upon in their handling

of the disease, as well as what supportive services need to be available for young adults

with CF. The information obtained in the study can also serve as a base from which to
develop fuither research.

In the next chapter, the methodology of the research study is outlined, followed by
the presentation of findings and finally a discussion of the study results.
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C}IAPTER III: METHODOLOGY
Overview
Chapter three begirs with the research questions addressed in the study, followed
by a description of the research desigq and the key concepts and operational definitions.
The chapter continues with a description of the study population, sample, data collection,
data analysis and validity and

reliability. The chapter concludes with identification of the

limitations ofthe research design and a surrunary of the methodology.
Research Questions

The research questions addressed by this study ilre as follows:
I

) How do young adults with cystic fibrosis feel the disease affects their lives?

2) Do young adults with cystic fibrosis feel that the disease has impacted their
process of becoming an adult, and

if so, how?
Research Design

The present study is an exploratory study using a qualitative in-depth interview
design consisting of one-to-one semi-structured interviewing of adults with cystic fibrosis.

The strengths of this type of design include the richness of the information that the indepth interviewing will allow the researcher to obtain from subjects. The one-to-one

interview design allows for personal contact which can assist with establishing a rapport
between researcher and participant which in turn can produce more complete and

meaningful responses to questions. This type of design will provide personal perspectives
and "life stories" which would not be possible with a quantitative survey. Possible
weaknesses with this

tlpe of

design include the potential for social desirability to influence
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the participant's responses. Because there is a one-to-one interaction and a rapport
established between researcher and participant, this could possibly influence the way

participants answer questions. Participants may attempt to provide answers which are
socially desirable or they may be embarrassed to answer certain questions truthfully in

front ofsomeone.
Key Concepts and Operational Definitions
The key concepts in the study are the dynamics of cystic fibrosis and the life stage

of becoming an adult. The operational definitions of these key concepts are as follows:
1) Dynamics of cystic fibrosis: for the purpose of this study the dynamics of cystic

fibrosis is defined as the effects the disease has on people's lives beyond the medical

aspects. This includes how the disease affects the social, emotional, mental, relational,
familial, employment related, educational, and financial aspects of people's lives.
2) Life stage of becoming an adult (transition from adolescence to adulthood): for
the purpose of this study the transition to adulthood is beins defined as the period in one's

life where they move from the adolescent stage of dependence in many aspects of life to
the young adult stage of increased independence in most aspects of life including
becoming more responsible for one's own decision making. The approximate age range
considered as the period of transition, for the pu{poses of this study, is 18-23 years.
The previous research related to the impact of cystic fibrosis on people's lives uses

quality of life measurement tools or adjustment to illness measruement tools to defuie the
effects of cystic fibrosis. This research uses the direct perceptions of people with cystic
fibrosis regarding how the disease affects their lives (the dynamics of the disease).
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The Sample
Study Population
The study focused specifically on young adults who had cystic fibrosis. With the
increased life expectancy for those with CF, there continue to be more and more people

entering adulthood while dealing with this chronic and life threatening disease, formerly

thought of only as a childhood disease. Adults with cystic fibrosis who were between the
ages of 20-28 and who lived in the

Twin City area were the potential study population.

The rationale for the age range of 20-28 is as follows: Most of the literature on life stage
and transition to adulthood supports the idea that the transition to adulthood occrus

approximately betweenthe ages of

l8

and 23. By choosing the minimum age

of20 it is

assured that the transition process has most likely at least begun with the individual. The

maximum age of 28 assures that the transition has been recent enough for the subjects to
accurately recall experiences, opinions and emotions.
Samplins Criteria
The sample for this study was obtained by using a nonprobability convenience
sample of patients from the University of Minnesota Cystic Fibrosis Center who were

within the specified age range of 20-28 years, and who lived in the Twin City area. The

Twin City area was defined

as Minneapolis/St. Paul and the surrounding suburbs.

There were a total of 39 people from the U of M Cystic Fibrosis Center who met
the criteria of being between the ages of 20-28 and living in Minneapolis/St. Paul and the
surrounding suburbs. The total of 39 potential participants was split into two groups; the

first group consisted of those living in Minneapolis/St. Paul and the immediately bordering
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suburbs, and there was a total of 22 people in this group; the second group consisted

of

those in the second Iayer or ring of suburbs, and there was a total of l7 people in this

group. The sample population was divided in this way to allow for limiting the sample to
the initial 22 people if the response rate was unusually high. Because the response rate
was not high, the second portion of the sample population was utilized, bringing the total

number of potential participants to 39. The 39 potential participants consisted of 21 males

and l8 females.
The University of ]vlinnesota Cystic Fibrosis Center
The University of Minnesota Cystic Fibrosis Center (U of M CF Center) was
established

in 196l by Dr. Warren Warwick and the National Cystic Fibrosis Research

Foundation to develop approaches to treating and understanding CF and to reducing the
high mortality rate of cystic fibrosis patients. Since its beginning in 1961, the CF Center
has grown significantly and currently includes over

forty researchers and

a

multidisciplinary team of care providers. Dr. Warwick continues as the director, and the
center has seen and facilitated many advances in cystic flbrosis care and research. The
annual mortality rate for CF at the U of

M CF Center has dropped from 25% per year in

1961, to less than 2o/o per year in 1996. The number of patients receiving care from the

center has increased from 16 in 1961 to approximately 450 in 1998. The center has
patients from all of Minnesota and many of the surrounding states in the region. The age
range of patients in the early years of the center was newborn

to l4

years; currently the

age range of patients at the center is newborn to approximately 55 years of age. The
average age of survival for patients at the U of

M CF Center has increased from 2-ll2
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years of age to over 35 years (Cystic Fibrosis Center Horne Page, 1996). The University

of Minnesota Cystic Fibrosis Center is a leader in CF care and research and is a source

of

information, support and quality care for its patients and their families, and all who have
an interest in cystic fibrosis.

Recruitment of Participants
The first rnailing was sent to the initial 22 people and consisted of a letter and
study information sheet briefly explaining the study and inviting them to reply on an
enclosed self-addressed, stamped reply form if they were interested in more information.

A follow-up reminder letter was sent ten days later to all 22 people. Three weeks later

a

mailing was done to the l7 people in the secondary ring of suburbs, followed ten days
later by a reminder letter to all t 7 people. A total of 7 people responded to the mailings
and were subsequently interviewed for the study.

The initial letter as well as the f,ollow-up letter included a statement that their

participation was completely voluntary and confidential, and that their decision to
participate or not participate would have no effect on their relationships with the Cystic
Fibrosis Center or its stafi the University of Minnesota Hospital and Clinics or Augsburg
College.
Once participants were identified by their initiation of contact with the researcher
and expression of interest to participate in the study, informed consent

was obtained

through a signed written consent form explaining the purpose of the study, the participants
rights and responsibilities and the voluntary nature of the study. Because some of the
interview questions were of a personal and sensitive nature, the participants were informed
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that they were free to refrain from answering questions which they were not comfortable
answering. Participants were also informed that if their participation caused them any
emotional discomfort or distress they were free to end their participation at any time, ffid

that follow-up support was available through the University of Minnesota Cystic Fibrosis
Center, although they would be responsible for payment for any such support.
Data Collection
Instrument Development

Information was obtained from participants tluough semi-structtued, one-to-one
interviews conducted by the primary researcher. The semi-structured interview guide

(Appendix F) was followed for each interview with explanations and follow-up questions
allowed for the purpose of clarification and expansion of statements. This semistructured, open-ended guide provided a systematic as well as flexible approach for
interviewing.
The interview guide was developed from themes found in the literature as well as
consultation with the thesis advisor, thesis committee members, and stafffrom the

University of Minnesota Cystic Fibrosis Center. The open-ended questions related
directly to the research questions in order to illicit the personal thoughts, feetings and
perceptions of young adults with cystic fibrosis regarding how the disease affects their
lives and how it has impacted their process of becoming an adult.
The guide included a section at the end of the interview in which demographic

information was obtained in order to develop a descripion of the sample. The interview
guide was pretested with one person who met the criteria of having cystic fibrosis but was
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slightly above the age range criteria, assuring that this person would not be a potential
participant in the study.
Data Collection Procedures
The data were collected during one-to-one semi-structured, in-person interviews.
Each participant was interviewed once, at a location of their choice, and each interview
lasted from one to two hours. Three participants were interviewed in their homes and

four were interviewed at Augsburg College. Participants were not offered any
compensation or direct benefits for participating in the study. Interviews were conducted

from February

l, 1998 through March 28, 1998. All interviews

were conducted by the

primary researcher. With permission of the participants, all of the interviews were
audiotaped. All of the audiotapes were then transcribed to allow for repeated review

of

the data. The tapes and transcripts were kept in a locked file cabinet.
Data fuialysis
The data analysis process in this study included content analysis of the interviews

to identify themes and patterls, as well as descriptive statistics providing frequencies and
percentages. The data was categorized by research question and then examined for
themes and patterns. "The analyst first pulls together all the data related to an issue (the
research question), then subdivides that data into coherent categories, patterns,

themes", (Patton, 1987,

ffid

p.la9). By analyzing the data under each research question and

identifying any themes or patterns, the study addresses its' intended exploratory inqury
related to the perceptions of young adults with cystic fihrosis regarding their transition

3s

from adolescence to adulthood. Demographic information was obtained in the study in
order to provide a description of the sample.

Validity and Reliability
In qualitative research such as this study, researchers have varying attitudes about
the definitions and criteria for validity and reliability (Rubin & Babbie, 1997). The
purpose of qualitative studies is "to describe things in such depth and detail, and from such

multiple perspectives and meanings, that there is less need to worry about whether one
particular measure is really measuring what it is intended to measure" (Rubin & Babbie,

1997). It is important to clarify that this does not, by any means, imply that validrty and
reliability have no role in qualitative research, but rather that the role is different than in
quantitative research.

A validity check was incorporated into this study by enlisting two people familiar
with the subject of cystic fibrosis and the transition from adolescence to adulthood, to act
as reviewers evaluating the validity of the researchers interpretations. The

two reviewers

were people who either had CF themselves or had a family member with CF. The
reviewers were asked to review the transcripts and the themes developed by the
researcher, to determine whether the researcher had appropriately interpreted the

information and accurately ascribed themes to the participants responses.
The study also used one interviewer, the primary researcher, ffi well as the same
semi-structured interview guide for all interviews. The use of one interviewer and one

interview guide asflres consistency in the administration of the instrument which
contributes to the validity and reliability of the study.
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Summary

Information for this study was collected through one-to-one semi-structured
interviewing of individuals between the ages of 20-28 who had cystic fibrosis and who
attended the University of Minnesota Cystic Fibrosis Center.

All individuals who

responded to the invitation to participate in the study were interviewed. Content analysis

of qualitative data was used to identify common themes among responses to interview
questions. Results of the study will be presented in chapter four, followed by discussion in
chapter five.
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CHAPTER

IV:

FIND]NGS

Overview
This chapter begins with a description of the characteristics of the sample,

followed by a description of how the research questions were answered through the study.
Common themes are identffied in participant responses to the research questions.
Characteristics of the Sample
Gender. Race. Current Age anfuI,ge at CF Diagnosis
The sample consisted of seven young adults who have cystic fibrosis. Five of the
seven participants were female, and two were male.

All of the participants were

Caucasian. The age range ofparticipants was from 20 to 26 years (see Table

l). The

mean age was 23 years. l'he age at which participants were diagnosed u'ith cystic fibrosis

ranged fromtwo days old to tenyears old. The majority of participants (6 out of 7 or
S6%) were diagnosed in the first three years of life (see Table 1).
Siblings

Most of the participants were the youngest in the family, with a range of one to six
older siblings. Five participants were the youngest children and two were the oldest child
in the family. None of the participants had any siblings with cystic fibrosis (see Table 2).
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TABLE

1

Participant Demo graphics

N

%

Gender
Female

5

71

Male

2

29

Caucasian

7

100

20-22 years

J

43

23-25 years

3

43

26-28 years

1

t4

0-3 years

6

86

4-6 years

0

0

7-10 years

I

14

Race

Age Range

Age at CF Diagnosis
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TABLE

2

Siblinss

N

%

l-3

6

86

4-6

1

14

Youngest

5

71

Middle

0

0

Oldest

2

29

Number of Siblings

Sibling Position

Number of Siblings with CF
,7

None

100

Relationship Status al[l Household Situation

Four of the participants were single, identifying no current serious relationship in
their lives, two were in long term relationships with a significant other and one was
married (see Table 3).
The household situations of participants varied. Three participants lived
independently with roomrnates, one lived with a spouse, one lived in a school setting,

identifying their parents' home as their pefirurnent address, and two lived with parental
figures (see Table 3).
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TABLE

3

Relationship StatLs and Household Situation

N

%

Single

4

57

Significant Other

2

29

Married

I

t4

Alone

0

0

With Spouse

I

l4

With Roommates (as pemument address)

3

43

With School Roomrnates (parents are perrrlanent address) I

14

With Parental Figure

29

Relationship Status

Household Situation

2

Education and Employment

All of the participants had pursued a post-secondary education. Three of the
participants had completed Bachelors degrees, one had completed technical college, ffid
three were in the process of completing Bachelors degrees (see Table

4). Two of the

participants currently in school were attending school full-time, while one was attending
school part-time and working full-time, with the intention to begit full-time coursework

withinthe next six months. All of those who completed their education had attended
school fulI+ime. Three participants were seriously considering graduate school.

4t
All of the participants, including those currently in school, were employed at least
part-time. Three participants were employed part-time, ranging from l0 to 30 hours per
week. Four of the participants were employed fulI-time, with two of those also
maintaining a part-time job in addition to their full+ime job (see Table

4). The

occupations of participants varied. Three of the participants were employed in the health
care industry.

TABLE 4
Education and Employment

N%
Level of Education
Currently Pursuing Bachelors Degree

J

43

Technical College Graduate

I

t4

College Graduate (Bachelors Degree)

3

43

Part-time

J

43

Full-time

2

29

Full-time PLUS Part-time

2

29

Employment

Clinic Visits. Hospital Visits and Diabetes

By sample design, all of the participants were patients at the University

of

Minnesota (U of tvt) Cystic Fibrosis Center. All of the participants reported having
regular visits to the U of M CF Clinic. The number of CF Clinic visits participants have

42

had in the last year ranged from three to six. Alt of the participants had routine clinic
visits approximately every three months. Most of the participants have had no
hospitalizations in the last year. Five of the participants reported no hospitalizations in the
last year, while two participants reported a single hospitalization each in the last year (see

Table 5).
The medical literature on cystic fibrosis reports that diabetes is present in about
40% of the adult CF population. Three of the participants (a3%) reported having a
diagnosis of diabetes or "borderline" diabetes in addition to cystic fibrosis, while four

participants did not have diabetes (see Table 5).

TABLE

5

Clinic Visits. Hgsp-ital Visits and Diabetes

N%
Number of Clinic Visits in Last Year
3-4

6

87

5-6

1

13

0

5

7t

I

2

29

Yes

J

43

No

4

57

Number of Hospitalizations in Last Year

Diabetes or "Borderline" Diabetes

43

Summary
The seven young adults in this study all had cystic fibrosis and attended the

University of Minnesota Cystic Fibrosis Center. A majority of the participants were single
and lived with roommates. Four of the seven lived independently with roommates or a
spouse, while three identified a parental figure's home as their peffiument address. Most

of

the participants were the youngest child in the family, with the number of siblings ranging

from one to six. None of the participants had a sibling with cystic fibrosis. The five
women and two men were all college educated, either having completed a college or
technical degree, or currently pursuing their degree. All worked at least part-time with the

majority working full-time or more. Most of the participants had four visits to the CF
Clinic in the last year, for routine check-ups. The majority of participants did not have a
hospitalization in the last year. Forty-three percent of the participants reported having
diabetes or "borderline diabetes".

Introduction of Findings
Most of the young adults in this study were diagnosed with cystic fibrosis at an
early age. Six of the seven were diagnosed before the age of three, and five of those were
diagnosed prior to age one and a half. Because of this early diagnosis, they have been

aware of the disease all of their lives and have dealt with the physical and emotional
demands of the disease as long as they can remember.

Many of the participants described an awareness of the presence of cystic fibrosis
throughout their lives. "There's always that tickle in the back of my head, for as long as tr
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can remember, that

I'mjust

a little bit different than everybody else"

(02). While

acknowledging that CF does have an impact on their lives, most of the participants also
acknowledged that having CF has not ruled their lives completely and has not prevented
them from doing the things they want to do. "CF is like this whole other dimension in my

hfe. I just have to think ahead and plan more when I want to do things, hut it doesn't stop
me from doing things"

(03). As one participant

stated,

"I

have never hesitated or even

thought about it, having CF has never stopped me from doing anything" (05). Another
participant expressed similar thoughts of not being held back by cystic fibrosis.
CF is sort of secondary to many other things in my life right now. My personal
growttr, my social life, school, work, all of those things are the important things
right now and having CF is not stopping me from experiencing all of that. I have it
and I have to take care of rny health and everything, but I am not letting it rule my
life or even prevent me from doing whatever I want to do (07).
There were some oommon themes which emerged from the interviews. Some

of

these themes coincide with themes found in the literature on the transition from
adolescence to adulthood, as well as the chronic illness and cystic fibrosis literature. Ttre
themes in the literature review which also surfaced in this research include the areas
independence and normalization, stress, coping,

of

ffid resiliency. Themes from this research

which do not specffically appear in the literatr.ue include the areas of new responsibilities, a
successful transitiorL and goals for the

future. The presentation of findings will discuss the

research questions and the themes that emerged from each of the research questions.
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How the Interview Findings Answer the Research Questions
Research QuEstion One and Operational Definition

How do young adults with cystic fibrosis feel the disease affects their lives?

A chronic illness such

as cystic fibrosis can affect many aspects of a person's life.

In order to determine how young adults feel CF affects their lives, it was important to ask
questions related to various aspects of their life. To gain a better understanding of how
participants feel having CF affects them as a person, questions were asked regarding the
effects that they feel CF has on their emotions and mental health. To gain a better
understanding of how participants feel having CF affects their life in general, questions
were asked regarding the impact CF has had on their relationships, family life, social life,
chemical use, employment, education, financial situatioru health care coverage, and any
other aspects they felt were impacted by having CF.
Findinss Related to Research Question One

All of the young adults with cystic fibrosis who were interviewed for this study
were striving for as much independence and as normal a life as possible. All of them have
achieved some level of independence, with most of them being completely independent

from their parents or parental figures.
Independence and Normalization
I

Some of the characteristics of young adulthood include increasing autonomy from

family of origin, completing education, beginning a career and increasing financial
independence (Hagan

& Wheaton, 1993). Most of

the participants were

liring

independent, "normal" lives according to society's expectations for the stage of young
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adulthood. Four of the participants lived completely independent from parents, with

limited or no financial support from parents. Six of the seven participants describe
themselves as independent from their parents or parental figures regarding all decision

making and health care responsibilities.

"I have been independent

and on my own for

quite a while, but as I get older my health care and my decisions and everything are more
and more independent from my parents" (04).

Education

All of the participants attended post-secondary education immediately following
high school. Four had completed bachelors degrees or a technical degree, and three were
currently in college pursuing bachelors degrees. The young adults in the study felt that
having cystic fibrosis did not have a significant impact on their ability to go to college or

their performance in school, but for some it did have an irnpact on choices they made
related to where they went to college or where they lived during college. Four
participants felt that they wanted to remain fairly close to the U of M Cystic Fibrosis
Center and therefore did not move out of state for college.

"I don't think I could

gone to school real far away, because of the CF Center at the

have

U. I had to be near my

doctors and my parents in case I got sick or anything" (01). As one participant described

it,

I didn't go anywhere too far away because my doctors and stuffwere here, and
that probably played a role in my decision of where I went to school. Otherwise I
probably would have liked to go somewhere exciting like Hawaii for school, but I
like to keep in touch with my doctors and keep going to the clinic at the U. I
don't think that other places, even other CF centers, know CF as well as they do
here at the U of M. I just feel better having the doctors that know me here (03).
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None of the participants chose a school more than three hours away from the
University of Minnesota Cystic Fibrosis Center,
Residence

For many of the young adults, having CF had an impact on where they chose to
live during college. Five of the seven participants acknowledged that their CF influenced
their decision to either live with parents during school, live in a single room in the dorms
or a single room in a student apartment situation. The most important aspect of having
their own room appeared to be a space issue. Especially in dorm roorns, there is not
enough space for a therapy vest if the room is shared with a roommate.

I had my own room in the dorm because of my equipment. But it was weird to
have my vest in my tiny dorm room and it would fill up with mist and it was a big
hassle to clean and the room always reeked from the aerosol meds. It was good
that I had my own room thougtr, I couldn't see being able to do that with a
roommate in the dorms, there's no way (07).
Space was more of a concern than privacy, although some participants

acknowledged that it was nice to have the privacy to do therapies or catch up on sleep
when needed.

I lived in the dorm my first couple of years and I had to have a single room. I
mayh wouldn't have had to, but with my vest and all my equipment it would have
been hard, and moving in right away with someone I didn't know would have been
hard. It was good to be able to do my therapies when I needed to and take a nap if
I wasn't feeling good or whatever. That might have been hard with a roomrnate
(01).

For some people having a private room at school, although needed for space,
created some barriers for making friends. Three of the participants acknowledged some

dfficulty with making friendsrat first due to the lack of a roommate, although all felt this
was easily overcome with extra effort to meet other people in the dorm and at class.
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That was a little barrier, having no roommate. I wanted my own room and it was
great, but I didn't have the roommate to go meet people with and stuff. It took a
little bit more for me to get started on meeting people and socializing, but once I
got past that it worked out pretty nice (07).
Employment

Another aspect of independence and living a 'onormal" young adult life is
employment. The expectation in today's society is that young adults will become gainfully
employed leading to financial independence. All of the participants were employed,
including the three who were students. Four participants were employed full-time, with

two of those having a part-time job in addition to their full-time work. Having CF
influenced choices related to the type of work people went into and the specffic jobs
people pursued, but not necessarily the ability to work a certain number of hours or a
certain schedule. Six of the seven participants reported that having CF has not had an
affect on their ability to work full+ime (or part-time while in school fuII-time).

Having CF affects the jobs I choose, but not so much the amount I can work or the
hours or anything. I am open to any hours, I don't feel restricted in that sense at
all. Right now I work a full-time job and a part-time job (05).
The type of work as well as the work place atmosphere were taken into
consideration when looking for

a

job.

With certainjobs I have to take into considerationthe risks ofthe job, like if there
are ilty chemicals, hazardous dust or stuffinthe air, that kind ofthing that would
affect my lungs. It has never been a real big issue, but something I do have to keep
inthe back ofmy mind when I am looking for a job, what are some ofthe risks in
the job (0s).
Ernployment benefits were another consideration identified as an important factor
because of having

CF. Five of the participants identified benefits, especially health

insurance, as a primary consideration due to their cystic fibrosis.
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That is what I check out first. If the insurance is not going to cover my list of
stufi I don't consider the job. I have turned down jobs because of the poor
insurance offered. I was offered a job once that, when I checked out the
insurance, they didn't cover the vest, the insulin cartridges, the Pulmozyme, the
Pancrease, so I was like, no way can I work there, there's absolutely no way.
When I got offered the job where I am now, I wrote down all my medications and
stufi faxed it over to the insurance person and said, 'hrhich of these are covered
and which are not covered?' They were all covered, so I was like, "OK I'll take
the job" (02).

Most of the young adults had health care coverage through employer insurance or
through state programs such as Minnesota Care, Medical Assistance or the Children With
Special Health Needs progritm. Six of the seven participants had coverage through one

of

these alternatives, while one person was able to remain on their parents insurance due to

being a student.."Right now I am still on my parents insurance because I am in school.

But I worry about that for the future... what if I can't find a job with good insurance? I
know that can be a big problem. It worries tne a lot" (06).
Stress

The underlying theme of stress is apparent in most of the literature on cystic
fibrosis during adolescence and young adulthood, as well as in the general chronic illness

literature. Most of the young adults in the study acknowledged some level of stress
related to having cystic fibrosis. The primary areas of stress expressed by participants
were related to health insurance, finances, and schedule, or the idea of needing to fit
therapies and health care into a very busy time of life.

Heatth Care Coveraee
Health care coverage, as mentioned previously, was of primary concern to all

of

the participants. Six of the seven participants acknowledged significant stress related to
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either obtaining health care coverage or dealing with insurance companies regarding their
specific coverage.
Sometimes you have to just keep going at it with the insurance company. We tried
for over a year to get them to cover the vest. We had to send all kinds of letters
back and forth trying to prove that I needed this. It finally got approved, but there

was all this red tape (02).

Four of the seven participants encountered initial problems with insurance
coverage for the therapy vest in the past, when the vest was relatively new.

It is so important to have good coverage because of all the doctor visits and meds
and stuff When the vest was newer and my doctors wanted me to have it, the
insurance company would not pay for it because it had not been tested or proven
enough yet or whatever. That went on for like a year and a half that they would
not pay for it. Finally they did, but now there is a newer version which is a lot
smaller and a lot lighter, it's like 30 por:nds. I have the old version which is huge
and weighs like 100 pounds, but the insurance won't let me switch (01).

Many of the young adults attribute the stress and problems with health care
coverage to the insurance company's lack of knowledge or understanding of cystic

fibrosis. Four of the seven participants described situations in which they needed to
explain numerous times to health insurance company representatives, why they needed
certain equipment, medications or amounts of medications.

I have to argue with the insurance all the time, monthly, or even weekly. Yeall
it's a concern. It's a constant battle, a constant argument with insurance. I think it
takes a while until they get to know you and get to know that you need the stuff
because you have CF (03).

As another participant explained, it requires persistence and assertiveness at times

to obtain the health care coverage needed.
The insurance is the biggest concern. It's really the only thing with my CF that I
really worry about. I have learned to deal with the insurance people. I know how
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to harass them when I need to. It's like you really have to fight for yowse[
because they don't understand CF and what the needs iue and how important it is
to have the consistent coverage... It's probably the hardest thing I've had to deal
with (07).

Finances

The participant's financial situation was identified as being signfficantly affected by
having cystic fibrosis. Most of the participants felt that having CF has placed significant
stress on their financial

situation. Six of the seven young adults expressed concern related

to finances, and the impact that their health care, medications and nutritional requirements
have had on their financial situation. The following examples provide a gtimpse at the

financial impact that the disease has had on these young peoples lives.

Oh yeatr, the finances are hard. We're doing OK now, but I think of how much
money we would have if I didn't have to pay the $10 copay for every prescripion.
I have like 9 or l0 prescriptions I fill every month or whatever. There's a $10
copay for every doctor visit plus a copay for the PFT's [putnonary function tests].
That all adds up when you go at least four times a year. You add that on top of
the meds and everything, I'mjust lucky I have a good job and we're doing well. It
was really hard at first when I wasn't making as much money. I had to borrow
money once to pay for some medical bills (02).

I pay a lot of money for my meds. I think I pay about $200 a month out of pocket.
It's frustrating because I pay a lot of money every month for my insurance too, but
I end up spending a[ that money out of pocket each month too. But I have to just
say, oh well, I have a job where I'm making good money and I can afford it, and I
need the stuff I would say the biggest finarrcial thing is the copays and the
expensive insurance. I suppose it pays if I get sick, so it's worth it. I guess it's a
trade otr(03).

Especially finances and insurance. I can't make too much money because I'm on
MA [Medical Assistance], but I have to make enough to live on. I can be on that I
think until I'm 23 or something. I have been canceled in the past because I didn't
get the paperwork in on time. You have to report all of your earnings and that
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blows you away. You're afo"aid if you make over the limit they'Il cut you off, and I
know I can't even come close to paying for private insurance right now, there's no
way. That is really the only things that get to me and I kind of worry about is the
financial and the insurance (07).

As one participant expressed, maintaining health often includes expenses not
traditionally thought of as "medical" expenses. For most people with cystic fibrosis, a
nutritious, high calorie diet with large quantities of food is required in order to maintain
their weight and their health.
CF has definitely had an impact on my finances. I guess I have learned to fight
sometimes to get things paid for, and to not put up with crap. But paying for the
insurance and the copays is hard. What is also hard for me is affording the
groceries. You know with CF and diabetes you need to eat certain stuff, a lot of
healthy stuffand a lot of food. The good foods seemto be the most expensive
ones. So grocery shopping can cost a lot of money. I think of it as part of my
health care expenses (04).

Daily Schedule
Another impact that many young adults with cystic fibrosis identify as stressful is
the need to maintain a schedule and to devote time to their treatment regimen. All of the
young adults in the study described busy lifestyles including school or work, or

bot[

friends, social activities, sports, frmily, and also treatments. Most of the participants felt

that having CF had not prevented them from being involved and active. All of the young
adults in the study did daily therapies. They all used the therapy vest one to two times a
day and some also did aerosol treatments in between.

All

seven of the participants

regarded therapies as an important, maybe inconvenient, but a necessary part of their lives.

With CF you have to take care of yourself now and do therapies regularly. If you
procrastinate you get sick. I have to do it so I can do all of the other things I want
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to do in life. No one else is going to pay the price if I don't take care of myse[
but I would pay the price (03).

...I come home and think, OK now I have to do this again [therapy]. It's how I
start my day and it's how I have to finish it too. I always say, it's such a pain in
the ass. It really is, but I gotta do it, I have no choice. I don't make a big deal to
other people or anything...I do my therapies religiously (02).

Some young adults felt that they did not have the option of being spontaneous or

doing things that would take themtoo far

offof their therapy schedule. Three ofthe

seven participants expressed that the therapy requirements restricted them in sorne ways.

never just go away somewhere on the spur of the moment. Especially in
high school and college, people would go cirmping for the weekend and stuff like
that, and I felt like I could never do that. Mine always had to be like an ovemight,
so that I could do my therapies the night before I go, stay overnight and then have
to come home the next day so I cotrld do therapy again. I would say the biggest
thing was the trips and that khd of stuffthat I didn't get to do. My parents always
said, "You can go, we can teach one of your friends to do the BD's [bronchial
drainage therapy, similar to the vest]". But I said no. I never want to do that
because I did not want to put that inconvenience on anyone (02).

I could

When I was young I remember playing outside with the neighborhood kids and
having to come inside to do therapies. When I was younger I think I resented it
more, because everyone else got to play outside longer and I always had to do
therapies. Now it is more of the inconvenience of having to make sure I take the
time every day and stick to a schedule. It affects your schedule of when you can
do stuff..having to get up early for therapies (01).
The stresses related to health care coverage, finances and treatment regimens were
expressed throughout most of the interviews. Other stresses described in the literature
such as dealing with declining health and limited life expectancy were not identified by

participants as signfficant concefits.
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Coping
The young adults in this study displayed coping mechanisms and attitudes which
minimized the negative aspects of having cystic fibrosis.
ThiUking and planning

Most of the participants felt that having CF has required them to put rnore thought
into everything they do and everything in their lives, "I think I have become a deeper
thinker, and I think it's because of the CF" (04). This was expressed as not only a positive
effect that CF has had on their lives, but as an effective coping mechanism for dealing with
the disease. Six of the seven participants expressed the importance of putting a lot

of

thought into everything as a way to help them deal with their CF.
Having CF makes me think ahead more, I have to plan it into my life...I just have
to plan more, I have to think about everything. I would never make any rash
decisions or do something that would affect my health in a negative way. I always
have to plan so that everything works well and I can stay healthy. You always
have to be thinking...it takes a lot of planning when you have CF, to fit therapies in
and still do everything you want to do (03).
Making _Lherapy a positive

Utilizing therapy time as personal time to think, read or listen to music were some
of the ways in which young adults with CF coped with the therapy requirements of the
disease. None of the participants viewed therapies as completely negative, acknowledging
the importance of the therapies in order to feel good. Most of the participants expressed
thoughts such as, "I just keep a routine going and stay on track, it's just part of my life
because if
as time

I don't do it I feel lousy" (06). Ttuee of the participants

described therapy time

to themselves which they probably would not have had otherwise.

I think having to do therapies has had a positive affect on me, not just my health
but how I think and stuff. When I do my therapy it takes a half hour or forty-five
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minutes, two or sometimes three times a day, and it's just kind of time to myself. I
usually listen to music which makes me feel good and is really relaxing, so I think
it helps me a lot (01).
Keep_ins things in perspective

A

sense of being able to keep things in perspective contributes to the coping

mechanisms of young adults with cystic fibrosis. Six of the seven participants offered the
idea that having CF has helped them keep things in perspective and not worry about

unimportant things.

"I don't get stressed out about the little stufl

and

I think of most

things as little stuff' (01). As one participant explains,
People think that some things are such a big deal and they're really not. If you're
alive and you're well and you have your mind and you can feel and touch and
walk, you're just fine. Stuffhappeffi, yeall but deal withit. Ifyou have a little bit
of love and a little bit of common sense you'll be just fine. There isn't muchthat
will upset me, why waste energy on things that don't matter (04).

Thinking of cystic fibrosis as one aspect of their life rather than as something that
def,nes who they are or something that controls their life, is an attitude that the young

adults expressed. All seven of the participants felt that CF was not the primary focus

of

their lives. "It's just a lifestyle of taking care of my health" (05). Each participant offered
similar thoughts such as,

"I don't dwell on the negatives or the inconveniences of it, but

just think of it as part of life and live with it...dealing with it and not letting it runmy life"
(04).
The young adults with cystic fibrosis in this study felt that the support of others
was helpful in coping with the effects of

CF. All of the participants identified family or

friends, or both, as supportive aspects of their lives. But there was a general underlying
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theme throughout the responses that participants seem to rely primarily on their own
strengths and positive attitudes in coping with the disease.

I am really close to my parents and maybe I'm closer to them because of having
CF, I don't know...myparents always took good care ofme and they are still
supportive, there when I need them...but they have always let me run the CF
instead of letting the CF run my life (02).

Well, when I was little I had to get a lot of attention for treatments and what not,
but there was never a big focus on me, it wasn't like this sick focus. My family
and friends are really supportive of me and would be there for me if I need them.
But it's really up to me to take care of myself...I'm the one living with it tCF]
everyday (03).
Resiliency

White (1996) describes resiliency as the ability to cope, survive and even prosper
in the face of adversity. Throughout the responses of the young adults in this study there
were numerous examples of resiliency.
Strenqth
Five of the seven participants felt that having cystic fibrosis has made them a
stronger person. Typical were the following comments,

"I think having CF makes nre

stronger and able to handle more...when I get sick it makes everything else seem so little

or not as important...I think that makes me stronger emotionally" (01). "Finding out I had
diabetes too was really hard. Now

it's no big deal whatsoever. I think dealing with

much has made me a stronger person" (02).
a clich6' or something, but

"It

sounds like something you hear a lot, Iike

I do think having CF has made me a stronger person.

Just

having to deal with everything that goes along with CF, it does make you a stronger

person" (04).

so
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Sensitivity and compassion
There was also a sense for many young adults that having cystic fibrosis has made
them a more sensitive, caring or compassionate person. Five of the participants expressed
thoughts similar to this,

I have found that I ammore of a caring type of person. I

guess you could say I am
more sensitive. This probably has something to do with having CF. It has made
me...be a more sensitive person. I'm always the type of person that is willing to
listen to anybody that has a problern. I care about people-..I think I'm sensitive to
other peoples problems or concerns, rnaybe partly because of having CF and the
things I've dealt with" (05).

Thinqs could be worse
The attitude that "things could be a lot worse" (07) was shared by iluuly of the
young adults. Four of the participants expressed this attitude in similar statements, and all

of the participants appeared to have the same belief through their general attitude that
their situation is pretty good, especially compared to nrany others.
Probably having CF has helped me to be one who always thinks of the positives,
because I always think, you know, it could be way worse. When I go to the clinic
at the U of M I see a lot of people that are way worse than I anu real skinny, frail,
sick looking. When I tell people I have CF they're like, no way, you look too
healthy (02).

Not taking things for granted
Another resilient factor within all of the young adults with cystic fibrosis in the
study was the sense of wanting to make the most out of life, ffid of not taking things for

granted. Participants displayed a sense of appreciation for life. "That is one ofthe big
things, you don't take things for granted. It changes your perspective on life and

everything" (07). Tlpical was the following comment,

I think having CF has also helped me to not take things for granted. I really
appreciate my healt[ and my free time, arld I really appreciate having been able to
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go to colege, and my family and all of that stuff. I think I take less for granted
than most people my age (01).

Two of the participants identified limited life expectancy as contributing to their
attitude of making the most out of life.

I use it tCF] as an excuse to reach a goal or to do things now rather than waiting.
I live my life sort of making the most of it since I don't really know how long I'11
be around...I try to get as much in as I can, dilferent experiences, traveling, doing
as much as I can. Most people say [ike, "oh, I'11take that trip mayh next year", I
say, "I'm going to do it now". I try to make as much out of every day (06).
Summar:v

The young adults with cystic fibrosis in this study felt that the disease had impacted

their lives in some negative as well as positive ways. Having cystic fibrosis had created
stress related to finances and health care coverage as well as some stress related to finding

time to comply with therapy requirements. Other effects suggested in the literature such
as stress related

to decline in health, inability to maintain work, tension with relationships,

and ernotional stress did not appear to be present in this group of young adults.

Participants did not feel that having CF prevented them from heing independent and living
a normal life that included completing school, working, maintaining friendships and

maintaining an active social life.

Most of the participants felt that they were a stronger, more sensitive, caring, or
compassionate person because of having

CF. Participants also felt that having CF has

helped them gain an appreciation for life, a sense of not taking things for granted and an

attitude of making the most out of life.

s9

Research Question Two and Operational Definition

Do young adults with cystic fibrosis feel that the disease has impacted their process
of becoming an adult, and if so, how?
The transition from adolescence to adulthood is a process with many tasks and
changes. The literature on this stage of life and the transition process suggests that there
is potential for difficulties and stress, even for healthy people. When dealing with a

chronic illness such as cystic fibrosis, the potential for difficulties and stress would appear

to increase. This research question attempts to flnd out from young adults with CF what
their transition process has been like. In order to determine if young adults with CF feel
the disease has impacted their process of becoming an adult, questions such as the

following were asked related to their transition process. Did any new issues, concerns or
responsibilities related to the CF appear as you entered adulthood? Do you feel the
process of becoming an adult has been different for you than

it has been for your peers

who do not have CF? If so, how? Did having CF help you in any ways with becoming an

adult? Did having CF hinder or challenge you in any ways with becoming an adult? What
are yotu goals for the

nefi five years?
Findinss Related to Research Question Two

There were some aspects of becoming an adult which the young adults in the study

felt were affected by having cystic fibrosis. But overall, most of the participants did not
feel that CF had a significant impact on their transition from adolescence to adulthood.

The themes related to research question two that appear in the interviews include a sense

of accomplishing independence and normalization in becoming an adult, taking on new
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responsibilities. and an overall sense that the strengths and skills acquired due to having
CF r+'ere actually helpful in ttre process of becoming an adult.
Independence and Normalization

The themes of independence and normalization appeared again in the responses
related to the second research question. Society defines the transition to adulthood, the
normal transition to independence, according to the persons standing in various social
aspects including the family, education and the economy (Pallas, 1993).

All ofthe

participants had progressed or were in the process of progressing through the "normal"

transition from adolescence to young adulthood, according to those societal expectations.
Level of independence and maturity

All of the young adults had achieved some level of independence from parents,
with four of the seven living completely independent from parental figures and six of the
seven describing complete independence with decision making and health care

responsibilities.

Many of the young adults described themselves as somewhat slower in becoming
independent from parents than their healthy peers or siblings, but more advanced in level

of maturity. Even though the participants had achieved levels of independence which were
normal for their stage of life, four ofthe seven felt that it took them sligtrtly longer than

their peers or siblings to become completely independent from parents.

I think it took longer for me to get there [to independence]. I think that my friends
and my brothers and sisters who do not have CF were able to just move away or
go on road trips and stuffthat I was not able to do because of needing to stick
close to home for therapies and medical care. I think I remained more dependent
on family and my doctors than people without CF, and that delayed me sorne in
becoming an adult (01).
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The sense of maturing faster or earlier, and of being more mature than most people

their age was articulated by examples such as the following,

I have always grown up faster than other people, always felt more grown up, more
mature than other people my age, because I had to deal with more. But I really
pressed the moving into adulthood. I wanted to be done with it. I feel like a lot of
my friends that are my age are dealing with stuffthat I dealt with in the past and I
have moved on. I feel that having CF has pushed me into adulthood, but not in a
bad way, more in a good way (04).

When I look at what my friends have done and are doing, I am basically doing the
same things and not harring any problems with it at all. I think where I am at is
similar to where my friends are as far as career, living situation and everything...in
some ways I feel atread of a lot of people my age as far as being an understanding
and sensitive person. Maybe emotionally more mature, but with being out on my
own [living independently] and that kind of stuff, maybe a little slower (05).

I do think that I matured faster and at a younger age than other people without
I think that dealing with therapies and getting sick and everything helped me to

CF.

mature a lot younger than most people, a lot younger than my friends without CF.
I think harrirrg an illness just makes you more aware of things and more
appreciative of everything and I think this ends up making you more mature than
people who are not dealing with an illness (01).

Most of the young adults experienced the normal transition from adolescence to
adulthood. Although four of the seven participants acknowledged some differences such
as a slight delay in achieving independence and concerns

with health insurance and

finances, all of the participants identified more similarities with peers and with the norms,

than differences. Typical was the following description,

I don't think that my transition process was all that different than for people
without CF. In a lot of ways it has been similar to my friends because I was able
to go to college, move away from home and get a job (01).
The use of the therapy vest has contributed signfficantly to young adults
independence and ability to live a normal

life. All

seven of the participants acknowledged
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the vest as a meims to be completely independent with their health care and their daily

therapies. For those who had experienced manual therapies (BD's) prior to the inception
of the vest, they described the vest as rnaking a signfficant difference in their ability to
become independent.

Before there was the vest my parents had to do my BD's, or they made my
brothers and sisters do them...I was dependent on them and their schedules, that
affected me. With the vest I can be totally on my own with therapies, I don't need
to depend on anyone to do them for me (01).
Social life
The young adults with cystic fibrosis in the study maintained a social life similar to

that of their peers. Other than concerurs related to the inability to be completely
spontaneous or the difficulty with weekend camping trips expressed by three of the

participants, all seven of the participants reported having an active, independent, normal
social life, with friendships, relationships and activities typical for the young adult stage

of

life.

I don't think that having CF has had much of an effect on my choices of what I do
other than limiting the time in smoky places. I have always been active and on the
go...I love to travel, to go out with friends...having CF has never stopped me from
any of that (03).
Most of the participants described the one limit that CF imposed on their social
life, which was limiting the amount of time in smoky places such as smoky bars or parties.
Six of the seven participants made comments similar to,
environment for hours on end, then

"I can't

be in a smoky

I get really congested" (03). AII seven of the

participants acknowledged that having CF did not stop them from going to bars, parties or

other social events, but rather made them and their friends more selective about which
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bars or events to attend, or how much tirne

to spend at certain places depending on the

smoke and ventilation factors.

Every once in awhile it [CF] might have an effect on what kind of stuffI chose to
do, like when I go out with my friends, depending on where we go. A lot of
friends like to go to bars. The bar is all right just as long as it is well ventilated.
But when it gets really smoky, that's when I start having problems...My friends
and I are kind of selective on what bars we go to when we do go out. My friends
are really cool with it, they don't have a problem with it (05).
Chemical use

For many people, the social aspect of the transition stage from adolescence to
adulthood rnay include chemical use or experimentation. All seven of the participants
were non-smokers, identifying smoking as a harmful thing for people with CF.

.-.it's bad enough to breathe in second hand smoke, I can't imagine actually putting
it directly in my lungs...that sounds painful... cigarettes, I think my doctors or my
mother would kill me long before the smoking would (04).

AII seven of the participants acknowledged that having CF did not stop them from
social drinking, especially during college.

I was never like, "oh since I have CF and diabetes I can't drink at all"...but I was
also never like "oh poor me, f'mjust gonna get all wasted so I don't have to think
about it"...I was just the typical college partier. Now, just a drink here or there,
maybe a glass of wine once in awhile (02).

But most of the participants did descrihe that because of their CF they timited their
chemical use to alcohol and with the alcohol use they maintained moderation. Six of the
sevenparticipants felt that they limited their chemical use because of having CF. Typical
were the following descriptions,

I have never gotten into it [chemical use]. I drhk every now and then, but it's
kind of rare...as far as other drugs...I just decided it was best not to, I guess. I've
stayed away from it totally...it was never really hard peer pressure or anything. I
have always stood pretty firm on what I thought and what I believed, and all my
friends have always respected me for it. It has never been a major issue or
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anything"..I suppose having CF is part of why I have never been into that stuff...I
just don't want to do stuffthat could jeopardize my health or make me feel rotten,
it's not worth it (05).

Alcohol, I used at college. We would go to drinking parties and stuff, but I didn't
do it to the extent that a lot ofpeople did...I probably held back a little more than
some people do because ofthat [having CF]. I was able to do the partying in
college, to experience it, which I do not regret because I think it was part of my
experience of growing up. I don't know how to say it, but I think all of that stuff
is important to growing up. But I do think that because of having CF I did hold
back some onthe partying, which was probably a good thing (01).
Relationships

Another aspect of social life in young adulthood is relationships. Most of the
young adults in the study felt that having CF has had an impact on their relationships with
friends and significant others. Six of the seven participants described effects that CF had
on either friendships, signfficant other relationsHpr, or both. But the effects were varied
and included both positive and negative. Three of the participants expressed concerns

with disclosing that they had CF in new relationships. Tlpical was this description,

I get really mixed reactions...some guys are fine with it, other guys, when they find
out I have CF they run. It depends on the person. It's hard to tell new people
because I never know how they are going to react. I never know if I should tell
them right away, I mean I would never tell them right when I meet thenr, but
shortly after, just because if they would run, then you're not too attached- Or if I
should wait and let them get to know me for the person I am before telling them
about my CF. I always thfuik, if it's meant to be, it will be and they can handle it.
If they can't handle my having CF, then it probably wasn't right anyway (01).
Some felt that huring cystic fibrosis made their relationships with friends or

significant others closer and stronger. Three ofthe participants felt that their relationships
were affected in a positive way by having CF. Regarding significant other relationships,

"I

think it [CF] has probably made our relationship better. You think more about w]rat you
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want right away. It's more serious. You look at things more seriously thanjust dating or
something" (06). Regarding friendships,
The friends I have are really good friends...they are really important to me.
Friendships are more important to me. probably that has something to do with
having CF...When I find a good friendship I hang onto it, I don't take it for
granted (07).

New Responsibilities
Becoming an adult carries with it many new responsibilities related to living
situation, lifestyle choices, decision making and finances. For people with cystic fibrosis

this also includes responsibilities related to their CF.
New health care re.sponsibilities
Six of the sever participants described taking over the tasks of making clinic
appointments and obtaining medications. Most of the young adults felt that they had
taken over responsibilities for the day to day health care such as daily therapies and
medications long before entering adulthood. AII of the participants described being
responsible for these tasks throughout adolescence. None ofthe participants reported
changing their treatment regimen once they were on their own and away from parents, but
some described the need to take more initiative without a parent there reminding or

encouraging them to do therapies.

My parents never hollered at me or got after me about doing therapies, it was
never like that because I always did them. But now that I am on my own I don't
have that little kick or reminder from thern, that protection of my parents isn't
there like it was in adolescence (03).
Now it is all about me, it's not about my parents riding me to do therapies and take
my pills and stuff. It's all up to me. I have to count on myself for doing therapies,
taking meds, making appointments...it's all up to me now, if I don't want to do it I
don't have to...but I never felt like I didn't want to do it. I know the consequences
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of my actions, and that has always kept me doing them. If I don't do therapies I
can feel it, and that's not worth it (07).

New financial and insurance.Jgsponsibilities
The financial and health insurance responsibilities were a signific ant new concern

for people with CF

as they entered

adulthood. As described within the f,rst research

question, all seven of the participants experienced stress related to finances and/or health
care coverage because of their cystic fibrosis. They all acknowledged that these aspects

were not a concern until they became an adult and assumed responsibility for their own
finances and health inswance.

It was in this

aspect of their transition to adulthood that all

seven participants felt they were different from their peers who do not have CF.

Regarding finances, "I think my financial situation is different from other people my age
because

I harc CF...I

irave a lot more medical expenses"

(01). Regarding health

lllsUrance,

Dealing with or even having to think about health insurance, is something my
friends don't have to worry about because it's really not important to them right
now...if I didn't have CF I wouldn't have to deal with it because I wouldn't need
inswance that bad (07).

A

Successful Transition and Goals for_[re Future

The strengths and skills articulated by the participants within the first research
question were also apparent in assisting them with the transition from adolescence to

adulthood. All of the participants expressed the helief that these strengths and skills
existed within them partly because of having CF.
...having more knowledge of things...an understanding of people...stuffthat most
people my age probably don't have, they haven't had the experiences...the
knowledge and experience and maturity...that appreciation for life, all ofthat has
probably helped me with being an adult (03).
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The positive effects of having CF (making them a stronger, more mature, more
sensitive, caring or compassionate person, not taking things for granted, making the most

out of life), which were identified by participants within the first research question, were
also identffied by the respective parricipants as being helpful in transitioning from
adolescence to adulthood.

All of the participants identified their respective strengths or

positive effects as playing a role in assisting with the process of becoming an adult.

I

I think about everything more than most people my age. In that way I'm
more mature thanmost people my age, mayh because of having CF...beirrg more
mature, thinking more about future and everything, I'm sure that helps with
guess

becoming an adult (06).
The achievements of the participants including independent living and completion

of education, are indicative of a successful traruition from adolescence to adulthood.
Goals and plans for the future indicate hope and a positive outlook. All seven of
the participants had specific goals for the future including graduate school, nurriage,
career advancements and travel.

I want to get out there and do everything. I'm going to finish school, mayh go to
graduate school...hopefully land a good job. I want to make an impression...I have
a lot I want to do, and I want to have fun doing it, and keep up my health too (04).
None of the participants indicated any concenu with limited life expectancy related

to their goals. Three of the seven participants did acknowledge time timits or life
expectancy issues, but those were raised only within the context of the distant future, and

not so much a current concern or stress. "You read about the life expectancy of, what, 30
or 40. That's kind of strange, but you can't be afraid to live..." (04).
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Summary

The young adults with cystic fibrosis in this study felt that having CF had both

positive and negative effects ontheir process of becoming an adult, but did not prevent
them from making the normal transition from adolescence to adulthood. The positive
effects are related to the strengths they believe they have acquired due in part to having
cystic fibrosis. These strengths made the transition process from adolescence to
adulthood more manageable. Having cystic fibrosis did not appear to affect the
participants goals for the futrne.
The negative effects that CF had on the process of becoming an adult were related

primarily to finances and health insurance. There were no signfficant difficulties or
negative effects preventing participants from becoming independent and living a normal
yortng adult life. All ofthe participants had made or were inthe process of making a
successful transition from adolescence to adulthood.
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CFIAPTER V: DISCUSSION OF FINDTNGS AND IMPLICATIONS

Overview
In this study, seven young adults with cystic fibrosis shared their perceptions,
thoughts, emotions and experiences of living with this chronic illness. In very open and

forthright ways, they expressed their feelings on how CF had affected their lives and their
process of hecoming an

adult. With each person, the courage and strength, the

determination and optimism about the futrue, and the appreciation for life was apparent.
The perceptions and experiences of the young adults in this study do not reflect the

total mnge of experiences for all young adults with cystic fibrosis, but much canbe learned
from the participants in this study. This chapter begins with a discussion of the major
findings of the study followed by the strengths and limitations of the study. The chapter
concludes with implicaiions fbr practice, policy and research.
Discussion
The findings in this study coincided in many instances with themes from the

literature. Common themes found in both the literature and the interviews include
independence and normalization, stress, coping and resiliency. The signs of coping and

resiliency in becoming an adult were displayed by participants in numerous ways including
the successful transition from adolescence to adulthood, and definite goals for the future.

New responsibilities in adulthood were identified by participants, with some of those
responsibilities relating directly to having cystic fibrosis.
There was one theme within the literature which did not surface in the interviews.
The theme of grief and loss was prevalent in the literature on chronic illness and cystic
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fibrosis, but did not appear as significant in the findings of this study. The literature
identffies grief and loss as major issues for young adults with cystic fibrosis, including grief
and loss related to decline in health, fertility issues, and loss of friends or siblings to CF.

None of the seven participants in this study identified decline in health or fertility issues as
concerns. None of the participants had a sibling with cystic fibrosis. Two of the
participants acknowledged having friends with CF, some of whom have died. Grief and
loss were expressed by those two participants related to the loss of friends to CF, but in

both cases it was not identified as a primary or significant ongoing concern.
The fact that grief and loss issues were not prevalent with the participants in this
study could be attributed to many possible reasons. One speculation is that because the
young adults in this study were not significantly limited by health concerns, they had not
been faced with loss of health or independence due to their

CF. Most of the participants

were not yet at a point in their lives of considering having children and therefore femility
issues may not have been experienced yet, but could be a possible grief and loss issue

some in the

for

future. The experience of loss related to losing loved ones to the disease was

limited in the population of this study. According to the literature, young adults with CF
contend with nearly three times as nulny sibling deaths (due to cystic fibrosis) than their
healthy peers (Coffinan et al., 1984). Therefore the experience or lack of experience
related to grief and loss with this group of participants may not be reflective of most
young adults with cystic fibrosis.

7l
Independenle and No tmalization
The young adults in this study could all be described as leading very independent,
normal young adult lives. In some ways this independent, normal life has taken extra

effort on their part to handle the effects of cystic fibrosis and how CF impacts their ability

to lead that independent, normal life. The findings from this study coincide with much of
the literature on the transition from adolescence to adulthood and the stage of young

adulthood. The participants in the study have been faced with and have accomplished or
are in the process of accomplishing the tasks of the transition stage and the tasks of young

adulthood, much the way it is described in the literature.
The transition from adolescence to adulthood can be thought of as moving from
the dependent stage of adolescence in which the primary task is establishing one's own

identity (Ericksoru 1963), to the young adulthood stage of increased independence with
the primary tasks of separation from parents, development of relationships outside of the

family (intimacy rather than isolation), and eventual financial independence (Dane, 1993).
The young adults with cystic fibrosis in this study were able to move ttuough these tasks
much the same as their peers and without any major delays or setbacks due to their illness.
The area in which they felt there was sornewhat of a delay was related to becoming
independent from parents. Most of the participants felt that having CF caused somewhat

of a delay in separating from parents, but all appeared to be at very normal stages

of

separation and independence for their age.

Interestingly, most of the participants considered themselves as slightly slower than
peers at becoming an adult, as far as the societal tasks of separating from parents and
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becoming financially independent, but more advanced relative to personal maturity. They
perceived both of these effects as being directly related to having cystic fibrosis. There did

not appear to be anyhing in the literature regarding chronic illness and the maturing
process, but the findings of this study support the idea that having cystic fibrosis may have
made the people in this study mature faster or at an earlier age than their peers.

Having cystic fibrosis did not prevent the young adults in this study from attending
and completing college, obtaining gainful employment, engaging in an active social life,
and all of the normal activities and tasks of young adulthood. The majority of participants

felt that CF had not stopped them from doing any of the things they wanted to do, and in
fact, in some cases, prompted themto do more because oftheir philosophy of living life to
the fullest.
Stress

The primary stress or challenge which was faced by all of the participants as they
entered adulthood was related to financial concerns and health care coverage. The

financial effects of having cystic fibrosis were significant and far reaching for many of the

participants. However, these financial concerns were not related to an inability to work
fuIl-time or earn a livable wage, as might be thought for someone with a chronic illness.

All of the participants were able to work and to earn enough money to support
themselves. In fact, all of the participants who had already completed their schooling were

in successful professional careers. Medical expenses such as paying for expensive health
insurance, medications, supplies and groceries needed to maintain their health were often
a significant strain on their financial

situation. This financial strain appeared to be a barrier
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in achieving complete independence, although most of the participants had overcome the
barrier and were successfully dealing with the financial conceffrs on their own.
Concerns with health care coverage was another stress common to most of the
young adults in this study. Health insurance was identffied as a concern which set them
apart from peers, noting that most people their age are not so concerned with health care
coverage, but because of having cystic fibrosis, it was of primary concern to them.
Concerns related to health care coverage affected all of the participants and played a

signfficant role in their financial situation as well as the jobs they chose, and the need to
advocate for themselves with insurance companies. This focus of concern with health care
coverage is so signfficant for people with CF that it seems to be an added task of young

adulthood for those with cystic fibrosis. Not only is there the task of moving toward
financial independence, but the added task of securing health care coverage separate from
parents as well as developing the skills of dealing with insurance providers in order to

receive needed care.
Some of the other stresses described in the literatwe on chronic illness and cystic

fibrosis, such as adjustment concerns, were not present in this study. There was some
stress experienced by participants regarding treatment regimens and the need to devote

sigfficant amounts of time to therapies each d*y, but all of the participants had developed
ways to deal with the treatment requirements. All of the participants regarded daily
therapies as a necessary and important part of maintaining their health, with most of them

noting that when they skip therapy they feel the negative effects. Some ofthe participants
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even considered their daily therapy as a positive thing, a time to themselves that most

people do not have.

New Responsibilities in Adulthoo_d
The transition from adolescence to adulthood brought with it many new
responsibilities for the young adults in this study. These responsibilities included not only
those faced by everyone during this life stage, such as separation from parents, completion

of school, choice of career and establishment of relationships, but the added
responsibilities brought on by having cystic fibrosis. These added responsibilities included
the health care coverage issues as outlined previously, as well as taking on complete
responsibility for their own health care including clinic appointments, obtaining
medications, doing daily therapies and maintaining their health overall.
There was a sense that although most of the participarrts had taken over therapy
responsibilities some time during adolescence, the transition to adulthood brought with it
more of a total responsibitity to maintain their health. A responsibility which used to be
shared with their parents was now dependent on the participants themselves. In many
instances the young adults in this study reiterated that no one else is there constantly to

make sure they stay healthy, and no one else will pay the price if they get sick. This
coincides with the literature related to treatment cornpliance which shows that adults with
CF are most compliant with treatments that provicle immediate benefits or alleviate
immediate adverse effects (Abbott, et al., 1994). There seemed to be a sense withthe
participants that skipping treatments or not following a treatment regimen would make
them too congested or too sick, and that doing therapies did provide the immediate benefit
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of clearing out the congestion and feeling better. The motivation to maintain their health
was evident. The dedication to treatment regimen was a clear indicator that these young
adults wanted to remain healthy and not let illness interfere with their lives.
Copine and Resiliency
There were numerous strengths and coping skills present in this group of young
adults, many of which they attributed to the fact that they have cystic fibrosis. The
resiliency came through time and again as they shared their experiences, perceptions,
beliefs and attitudes. Throughout the findings there are eximples of effective coping skills
such as putting a lot of thought and planning into everything in order to find ways to

fit

therapies and health care needs into their lives while not missing out on any experiences or

activities. Utilizing therapy time as a positive time for themselves is another exrmple of
coping displayed by many of the participants.
The resilient attitudes of these young adults with cystic fibrosis suggest that the
strengths which they believe they have obtained in part because of having CF have assisted

them with a successful transition from adolescence to adulthood. The fact that all of the
participants have extensive goals for the future including graduate school, career
advancements and ma:riage, indicate the determination and hope present in each of these

young adults. The numerous examples of appreciation for life, not taking things for
granted, "not sweating the small stuff', and making the most out of life have enabled these
young adults to not only survive and cope with a chronic illness, but to truly prosper,

which is the deftrition of resiliency itself.
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Strengths and Limitations
The primary strength of this study is the richness ofthe qualitative information.
Rubin and Babbie (1997) define qualitative methods as "Researcher methods that
emphasize depth of understanding and the deeper meanings ofhuman experience..." (p. G-

7). The open-ended questions in the interview guide used for this study eticited in-depth,
thoughtful responses? providing a personal look at the experience of becoming an adult

with cystic fibrosis. Information this rich and descriptive would not be attainable in a
study using quantitative methods.
The limitations of the study are primarily related to the small sample size obtained

from one specific clinic. Although generalizability is not a goal of quatitative researclr, it
must be noted that the common themes and responses of the participants in this study
cannot be assumed to transfer to any other group of young adults with cystic fibrosis. The
situations, health status, perceptions and experiences of those who volunteered to

participate in this study may not be reflective of those who chose not to participate in the
study, or of those who live in places other than the Twin Cities or receive care from places
other than the Universlty of Minnesota Cystic Fibrosis Center. In fact, the health status

of

each of the seven participants appeared to be similar in that there were very few hospital
days in the last year, and doctor visits consisted only of routine check-ups. None of the

participants had been faced with severe timitations due to the progression of their illness,
and therefore, their perceptions and experiences may not be reflective of people

experiencing advanced effects of cystic fibrosis.
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By desigq this study had the potential for error in participants recalling of events
and the potential for social desirability due to the face-to-face interviewing process.

Implications for Practice and Policy
The findings from this study provide information on the direct perceptions

of

young adults with cystic fihrosis regarding how the disease affects their lives and how they
feel it has affected their process of becoming an adult. This information may be useful to
social workers and health care providers who work with adolescents with CF who are

preparing for the transition to adulthood, as well as young adults with CF as they move

tlroughthe process of becoming an adult. The

stress related

to finances and health care

coverage, which were found to be the most significant stresses for this group of young
adults, indicates the need to focus services and assistance in these areas. Social work
services related to finances and health care coverage, including support or assistance in

preparing for the changes in these areas that occur as people move into adulthood, appear

to be warranted for young adults with cystic fibrosis.
The strengths and resiliency of this group of young adults can provide
professionals, people with CF, and their loved ones, with hope for the futr:re and an
awareness that, at least for this group of young adults with CF,

it

is possible to not only

achieve an independent, "normal" ltfe, but to achieve their goals, maintain their health and

enjoy adult life to the fullest. This perspective may be helpful to social workers and health
care professionals who have been exposed to the traditional attitude that cystic fibrosis is a

childhood disease. The findings from this study provide personal examples of the many
adults living with cystic fibrosis.

7B

The concerns related to f,nances and health care coverage brought out in the
findings of this study indicate that policies related to health care coverage for young adults

with CF and other chronic illnesses must be examined. There are major issues related to
the expense of health insurance, the diffculty of obtaining health insurance, and problems

with eligibility for government progriilN for young adults with CF. The cost of insurance
and out-of-pocket expenses is a burden for many young adults with CF; and the income
and age eligibility requirements for govemment programs such as Medical Assistance or

the Children With Special Health Needs program can be prohibitive.
There appears to be a need for policies related to increasing the health care
coverage options for young adults with cystic fibrosis as they transition

offof their parents

insurance. Increasing age and incorne limits for government programs, or the availability
of an insurance supplement to off:set the out-of-pocket expenses would be possible policy
changes to address this concern.

Impiications for Research
This study is reflective only of the experiences and perspectives of the seven young
adults who participated in the study. The participants in this study could be described as
active and in relatively good physical health. There is a need to obtain input from young
adults with cystic fibrosis who are faced with more efiensive health conceffiN or who are
in a more advanced stage of the disease. The findings from such a group may be very

different than the findings from this study.

A possible way to obtain qualitative input from young adults with CF at varying
stages of the disease or varying severity of illness, would be

to administer a health status

79

instrument to larger groups of young adults with CF, and based on their health status
scores, interview groups from each level of health status. There iue numerous other ways

in which health status could be defined and determined, including a review of medical
records, health care provider ratings, pulmonary function tests, an#or number of days

hospitalized. With a health status approach the researcher would be assured to have input
from people in all stages ofthe disease and all severity of illness. Comparisons could then
be done to determine similarities and differences in the perceptions and experiences

of

young adults with CF related to their health status.
The findings from this study can provide the basis to develop a quantitative survey

to distribute to young adults with CF on a much larger scale such as state-wide or across
the country. Such research on a much larger scale would help determine if some ofthe
experiences and perceptions found in this study are more widespread among young adults

with cystic fibrosis. In a quantitative study on a larger scale, generalizations could be
made to support the need for policy action related to health care coverage for young

adults with cystic fibrosis, if this were found to be an issue in the broader CF population.
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TO: MaryKay Lannon Palmer
FROM: Maria Dinis, Ph.D. (330-1704) /ul'p
RE: YOUR RECENT IRB APPLICATIOI{
DATE: 2 December 1997

I am writing on behalf of the College's Institutional Review Board on the Use of Human
Subjects (IRB). At the December 2nd meeting of the fRB, yourproposal on the study,
"Transition from Adolescence to Adulthood for People with Cystic Fibrosis" was
discussed and approved without conditions. The IRB approval number is: 97-15-03.
You must use the IRB approval number on all official documents (e.g., consent form,
Ietters, etc.). The committee only had one recommendation:
Please show your interview guide to Dr. Warnick and Dr. Chang for them to check and
verifu if there are any questions that are either provocative or sensitive.

The committee wishes you the best in your research.
cc: Mike Schock, Ph.D., Chair, IRB Committee; Professor Laura Boisen, Thesis Advisor
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Marykay L. Palmer
2232 Orchard Lane

White Bear Lake, MN 551 l0
RE: "Transition from Adolescence to Adulthood for People with Cystic Fibrosis"
Human Subjects Code

.

Number: 9711500150

Dear Dr. Palmer:
The IRB: Human Subjects Committee received your response to its stipulations. Since this
information satisfies the requirements set by the IRB, final approval for the project is noted in our
files.
The consent form received January 6, 1998 is also approved.

If you would like us to send certification of approval to a funding agency, please tell us the name
and address of your contact person at the agency.
The number above has been assigned to your research. That number and the title of your study
should be used in all communication with the IRB office.

For your records and for grant certification purposes, the approval date for the referenced project
is December I I , 1997 and the Assurance of Compliance number is M 133'7 . Approval will expire
one year from that date. You will receive a report form two months before the expiration date.
As Principal Investigator of this project, you are required by federal regulations to inform the IRB
of any proposed changes in your research that will affect human subjects. Changes should not be
initiated until written IRB approval is received. Adverse events should be reponed to the IRB as
thcy uccur. Research projects are subject to continuing review and renewal. If you have questions,
please call the IRB office at (612) 626-5654.
Upon receipt of this letter, you may begin your research.
The IRB wishes you success with this research.
ly

Ellen Stewart
Executive Assistant

EHS/jv
CC: Laura Boisen
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Appendix C
Consent Form

Transition from Adolescence to Adulthood for People With Cystic Fibrosis
You are invited to be in a research study of young adults with cystic fibrosis regarding how CF
affects their lives, especially during the transition to adulthood. The researcher is MaryKay
Lannon Palmer, a student in the Master of Social Work program at Augsburg College. You were
selected as a possible participant because you are a patient at the University of Ui**sota Cystic
Fibrosis Center and you are between the ages of 20-28. Your participation in this study is
completely voluntary. Your doctors and the other staffat the CF Center will not know whether
you choose to participate or not, unless you decide to share that information with them. I ask that
you read this form carefully and ask any questions you may have before agreeing to be in the
study.
This study is being conducted by me as part of my master's thesis at Augsburg College.

Background Information
The purpose of this study is to assist social workers and other health care providers to better
understand the effects that cystic fibrosis has on the lives of young adults, especially during the
time of becoming an adult. The study will look at how you feel CF affects different aspects of
your life and how you feel it has impacted your process of becoming an adult.

Procedures

If you
I

)

decide to participate in this study,

I would ask you to do the following things:

Sign and date two copies of this form, one for you to keep and one for me to keep with the data

for the study.

2)

Participate in a face to face interview with me which will take approximately one and a half
hours and will include questions of a personal nature.

Risks and Benefits of Being in the Study
The risk involved in participating in this study is that many of the questions are personal and you
may feel some emotional discomfort in discussing them. If at any time during orr interview you
wish to not answer a question or end your participation in the study, you may do so.

In the event that this research causes you any emotional discomfort or distress you may contact the
Cystic Fihrosis Center for follow-up support. However, payment for any suchfollow-up must be
provided by you or your third party payer, if any, (such as health insurance).
There are no direct benefits (such as payment) for participating in this study.

Appendix C
Consent Form page 2
Confidentialiqv
The records of this study will be kept private. In my thesis or any other report I might publish, I
will not include any information that will make it possible to identifr you. Only I will have access
to the raw data. The tape recordings of interviews will not contain any identifying information
(such as name, address or phone number).
Research records, such as my notes and tape recordings, will be kept in a locked file in my home
until my thesis has final approval, at which time the notes and tapes will be destroyed. All .u*
data will be destroyed by September l, 1998.

Voluntary Nature of the Study
This study is completely voluntary. Your decision whether or not to participate in the study will
not affect your current or future relations with the University of Minnesota, the Cystic Fibrosis
Center or its' stafi or Augsburg College. If you decide to participate in the study, you are free to
withdraw at any time without affecting those relationships.
Contacts and Questions
The researcher conductirrg this study is MaryKay Lannon Palmer. Tlre thesis advisor on this
project is Dr- Laura Boisen. If you have any questions regarding this research, before you sign
this
consent form, please discuss those with me (MaryKay) now or feel free to contact my advisoi nr.
Laura Boisen (W) 612-330-1439 prior to us conducting the interview. If you would like to talk to
someone other than the researcher or advisor, contact Research Subjects' Advocate line, D52B
Mayo, 420 Delaware st. sE, Mpls., MN 55455; telephone (6lz)625-16s0.

You will be given a copy of this form to keep for your records.
Statement of Consent

I

have read the above information. I have aslred questions as needed and have received
answetr. I consent to participate in this study.
Name (please print
Date
Signature

I also

of

consent to have my interview

Date

audiota@,
Date

U of M IRB #971I 500150; Compliance #M 1337; Augsburg College IRB #97- I 5-03

Appendix D
January 14, 1998

Dear Prospective Participant:

I am a graduate student working torvard a Master of Social Work degree at Augsburg College in
Minneapolis, M}'J. For my thesis project I am researching the effects of cystic fibrosis on people's
Iives, especially during the transition to adulthood. You were selected as a possible participant in
this study because you are a patient at the University of Minnesota Cystic Fibrosis Center and you
are between the ages of 20-28. The CF Center is mailing this packet to you so I do not know your
identity.

Your decision about participating in this study is completely voluntary. If you choose to
participate you will be asked to meet with me at a location within a one-hour drive of the Twin
Cities for a face-to-face interview. The interview will take approximately one and a half hours.
With your permission the interview will be tape recorded. The interview will include questions
about how CF has affected different aspects of your life, especially during the years of becoming
an adult. All of the information from the interview will be kept confidential. When all of the
interviews are complete, information will be summarized to provide social workers and health care
providers with important information about how CF affects the lives of young adults, especially
during the transition into adulthood. None of the summarized information will include any
identifying information about participants.

Dr- Warwick and Dr. Chang at the CF Center are aware of and have given their approval for this
research project to take place. Your doctors and the other staffat the CF Center will not know
you choose to participate in the study unless you decide to share that information with them. Your

if

decision whether or not to participate in the study will have no effect on your relationship with the
University of Minnesota, the Cystic Fibrosis Center or Augsburg College.
Please read the enclosed Study Information Sheet carefully. Feel free to call the numbers on the
sheet if you have any questions regarding this research project. If you are interested in learning

more about or possibly participating in the study, please complete the enclosed Reply Form wiih
your name and phone number and return it to me at Augsburg College within the next week. Upon
receiving your reply I will contact you by telephone to further discuss the study and, if you are
interested, to schedule a time to meet for an interview at your convenience.

Thank you in advance for considering participation in this research study.
Sincerely,

MaryKay Lannon Palmer
Graduate Student and Principal Researcher
U of M IRB #9711500150; Compliance #MI337; Augsburg College IRB #97-15-03

Appendix E
Study Information Sheet

Transition from Adolescence to Adulthood for People With Cystic Fihrosis
You are invited to be in a research study of young adults with cystic fibrosis regarding how CF
affects their lives, especially during the transition to adulthood. You were selected as a possible
participant because you are a patient at the University of Minnesota Cystic Fibrosis Center and
you are between the ages of 20-28. Your participation in this study is completely voluntary. Your
doctors and the other staffat the CF Center will not know whether you choose to participate or not,
unless you decide to share that information with them. I ask that you read this information
carefully and ask any questions you may have before agreeing to be in the study.
This study is being conducted by me as part of my master's thesis at Augsburg College.
Baclqgro und Info nnation

The purpose of this study is to assist social workers and other health care providers to better
understand the effects that cystic fibrosis has on the lives of young adults, especially during the
time of becoming an adult. The study will look at how you feel CF affects different aspects of
your life and how you feel it has impacted your process of becoming an adult.

Procedures

If you are able to meet for an interview in the Twin City area and you are interested in possibly
being in this study, I would ask you to do the following things:
I ) Please complete the enclosed Reply Form and return it to me at Augsburg College (in the
enclosed envelope) by January 26, 1998.

2) I would then contact you by telephone to discuss

any questions you may have and, if you are
interested, to arrange a face to face interview which will take approximately one and a half hours.
We can arrange the meeting at a time and location (within the Twin City area) which is convenient
and comfortable for you.

Risks and Benefits of Being in the Study
The risk involved in participating in this study is that many of the questions are personal and you
may feel some emotional discomfort in discussing them. If at any time during our interview you
wish to not answer a question or end your participation in the study, you may do so.

In the event that this research causes you any emotional discomfort or distress you may contact the
Cystic Fibrosis Center for follow-up support. However, payment for any such follow-up must be
provided by you or your third party payer, if any, (such as health insurance).
Although there are no direct benefits (such as payment) for participating in this study, the indirect
benefits may include an increased understanding by social workers and health care providers of
how CF affects the lives of young adults. This could possibly lead to funher research and
development of services to address the needs of people with CF as they enter adulthood.

Appendix E

Study Information Sheet page 2

Confidentiality
The records of this study will be kept private. In my thesis or any other report I might publish, I
will not include any information that will make it possible to identify you. Orly I will have access
to the raw data. The tape recordings of interviews will not contain any identiffing information
(such as name, address or phone number).
Research records, such as my notes and tape recordings, will be kept in a locked file in my home
until my thesis receives final approval, at which time the notes and tapes will be destroyed. AII
raw data will be destroyed by September l, lgg8.

Voluntary Nature of the Study
This study is completely voluntary. Your decision whether or not to participate in the study will
not affect your current or future relations with the University of Minnesota, the Cystic Fibrosis
Center or its' stafi or Augsburg College. If you decide to participate in the study, you are free to
withdraw at any time without affecting those relationships.
Contacts and Questions
The researcher conducting this study is MaryKay Lannon Palmer. The thesis advisor on this
project is Dr. Laura Boisen. lf you have any questions regarding this research, before you decide
to participate, please feel free to contact either of the above named individuals at the following
numbers: MaryKay Lannon Palmer (W) 612-232-5023; Dr. Laura Boisen (W) 612-330-143g. If
you would like to talk to someone other than the researcher or advisor, contact Research Subjects'
Advocate line, D528 Mayo,420 Delaware St. SE, Mpls., MN 55455; telephone6lZ-6Zi-1650.

Next Steps

If you are interested in possibly participating in or learning more about this study, please complete
the enclosed Reply Form with your name and day and evening phone numbers and return it to me
at Augshurg College within the next week. I will then contact you by phone to discuss the study,
answer any questions you may have, and if you are interested, schedule an interview.

U of M IRB approval # 9711500150; Assurance of Compliance # M1337
Augsburg College IRB approval #97-15-03

Appendix F

INTERVIEW GUIDE
Transition from Adolescence to Adulthood for People with
Cystic Fibrosis
The finst section of the interview has to do with how you
feel cystic fihrosis has
affected your life.

Question l: Do you feel that cystic fibrosis has had an effect on the following
areas
your life, and if so, how has it affected these areas?

of

a) Relationships and/or family life:

b) Social life:
c) Emotional or mental health:

d) Chemical use (i.e. tobacco, alcohol, drugs):
e) Employment:

f) School:
g) Financial situation:

h) Health insurancelhealth care coverage:
Question 2: Is there anything else you want to add about how cF
has impacted your life
or you as a person?

The next section has to do with the stage in your life
of becoming an adult
(approximately age 18-23) and how cr impacted
your process of becoming an adult.
Question

3:

Describe what you have been doing since high school
(i.e. college, work):

Question

4:

what are your goals for the next five years?

Question 5: As you have moved into adulthood have you been faced
with any new issues
related to your CF that were not present in your
adolescence? please describe.
Question 6: Do you feel that the process of becoming an adult has
been any different for
you than it has been for your peers without CF?
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Question 7: Do you feel that haroing CF has created any strengths or assets to help you
with becoming an adult? Please explain.
Question 8: Do you feel that having CF has created any challenges for you with
hecoming an adult? Please explain.
Question 9: Describe how you feel you have coped with the effects of CF on your life
during the process of becoming an adult.

Question

l0: Is there anything else you would like to say about the impact that CF has

had on your transition to adulthood?

The last section of the interuiew is demographic information.
Question 11: Demographics:
Age

now:

Age began at U of M CF

Gender:

Age at CF

diagnosis:_

Center:___

M/F

Relationshipstatus:S

Household situation: Alone #spouse w/so wlParent(s)
dfriend(s) or roommate(s)
# of

siblings:_

# of siblings w/CF:

Employment status: FT PT Not
School status: In school;

PT

Emp.

FT

Occupatiorr,

Not in school

Highest grade of school comp leted:

Approx. # of clinic visits in last 12 mos:
Approx. # of days hospitalized in last 12 mos:

MD

sep

w so

Augsburg ColleEe
Lindel! Library
MinneaPolis, MN 55454

